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Introduction

The Commonwealth Governor’s Council on Developmental Disabilities is considering
the development and implementation of a respite care program.

Respite care is considered to be any support options of providing an opportunity for
short periods of relief from constant responsibility for the home care of individuals of
all ages with disabilities and/or children or adults at risk of abuse or neglect.

At home care is often efficient, cost-effective, and humane. Families receiving
occasional respite services are less likely to request admission of an individual to foster
care, or other out-of-home care at public expense.

Respite services reduce family and caregiver stress, enhance family and caregiver coping
ability, and strengthen family and caregiver ability to meet the challenging demands of
caring for family members. The risk of abuse and neglect of children, senior citizens, and

other vulnerable groups is reduced.

This report evaluates a range of respite care needs, presents various respite care services,
provides proposed enabling legislation and a nonprofit organizational structure, and
supplemental information potentially useful for beginning and operating a respite care
program.
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Need for Respite Care

Early stage work included consultations with an advisory group. The group met several
times and provided advice and guidance.  At the group’s urging an effort was made to
determine whether there was an actual need for respite care in favor of assuming the
existence of need. An opinion survey questionnaire was prepared to support this effort.
The survey questionnaire was distributed at a series of public events including
Focusing on the Family, an annual conference of family interests held in December.
The event was extensively advertised and persons potentially interested in respite care
were urged to attend or contact the Governor’s Council on Developmental Disabilities.

Twenty completed surveys were evaluated. The sample size represents about 3% of the
projected number of families with members having a developmental disability. This is a
relatively small sample size due in part to low return rates, and the small sample may be
inadequate to accurately project need for respite care for the CNMI population as a
whole. The statistical analysis is rudimentary only, and, caution is warranted as it
cannot be said with certainty that the responses adequately represent the true need for
respite care beyond the respondents themselves. Results may not match other available
statistics.

In general, the survey analysis consisted of proportioning the replies in relation to the

other replies. The results were presented using pie chart to show corresponding
percentages.  In some cases comparative analysis was used to show relationships
between data.  These results were shown as bar charts. In a few cases other comparative
charts were used to highlight differences between survey results.

After review, it was apparent that the questionnaires could be considered in two
categories: all respondents, and the subset of respondents only who indicated a need for
respite care. The results are reported for all respondents. Where relevant, the results of
group indicating need for respite care were also displayed. In several cases, a
comparison is made showing the differences among the replies between the two
categories.  In general, 44% of respondent stated a need for respite care in their family

while 56% stated they did not. This ratio was used to estimate the size of demand
among the CNMI population as a whole.  However, when evaluating how to model a
respite care program, it seemed appropriate to discount the views of respondents who
stated they had no need for respite care. Thus in several cases the results from the
families with respite care needs were used to better represent how respite care should
be modeled.
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On the basis of the results, limited as they are, a respite care program does appear to be
needed in the CNMI. Although more than half of the projected target population of 800
families with a member having a developmental disability may not need respite care, as
many as 350 families do have need for respite care services. The number of families

will continue to expand with natural population growth. The proposed CNMI respite
care program is modeled with these families in mind.

Population. On the basis of the 1995 Midterm Census report, 498 families were found
to include a member with a developmental disability. This represented five percent of
the 10,884 households recorded in the 1995 census. This percentage represents a
projected 709 households in 1999 (latest available population projection)with at least
one family member having a developmental disability. Using the average household
size of 4.6 persons (from the 1995 census), it may be said that about 3,260 people in
1999 had at least one family member with a developmental disability.  If the number of
households in fact did increase from 498 to 709 in five years, this is an annual increase

of 8% which would indicate the 2001 household population to include about  825
households with a member having a developmental disability.

It was necessary to establish an approximate size of the target population needing
respite care that could be used to project population estimates. This was done by
developing an average of two extremes. Since it could not be assumed that every target
family needed respite care the low end was determined by applying the results of
question 1 (Is there a need for respite care in your family – yes or no?). This results in a
44% need in which 363 of 825 families had a need for respite care. A high end figure of
825 was used to represent 100% of the target population. This figure is the number
projected from survey results of target family population potentially needing respite

care services. The two numbers were averaged and rounded (down) to establish a target
population of 600 families needing respite care services. This figure is used in the
various projections that follow.

Demand for respite care. Forty-four percent of respondents indicated a need for respite
care existed in their family while 56% did not have a need. If representative of the
projected 825 population at large, this would mean 363 families have a need for respite
care while 462 did not.

Place of services. Seventy-one percent  preferred out-of-home respite care services with
29% expressing need for in-home services. Desired out-of-home services included

childcare (60%), residential facility (20%) and out-of-home skilled nursing professional
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(20%). In-home preferences was evenly split between skilled nursing professional and
in-home childcare.

Out-of-home respite care services would involve 426 families. Of these families 266
would need childcare, 85 would need skilled nursing professional and 266 would have

need for a residential facility. In-home services would involve 174 families of which 87
would involve childcare and 87 would involve skilled nursing professionals.

Categories of need. There was a wide range of replies from respondents who need
respite care in their family. The largest categories (22% each) are for emergencies and
occasional time-off. No one requested evening, overnight hours or other arrangements.
The second largest categories (14% each) are upon request and by scheduled
appointment. The remaining needs (7% each) were for weekend hours, more than 4
hours a day, or less than 4 hours a day.

Respite care services for emergencies and occasional time-off would each involve an

average of 132 families. Eighty-four (84) families each have need for respite care
services to be provided upon request, and, by scheduled appointment.

Frequency of need. Fifty-seven percent indicated occasional need for respite care from
others, 29% indicated need all of the time, while 14% expressed a daily need for respite
care services. Forty-two (42) families each would need respite care services for weekend
hours, more than 4 hours a day, or less than 4 hours a day.

An estimated 342 families would need at least occasional respite care from others, 174
families would have constant need for respite care (all the time), and 84 would need
respite care services daily.

Purpose of respite care. The greatest expressed need was to enable the caregiver to take
care of other responsibilities. The second greatest need category was for doctor / medical
appointment, and to go shopping, followed by after school care, to do laundry, and to
have time alone or be with a spouse. Spending time with other children, housecleaning,
cooking, repairs and recreation, counseling for self or family, working or volunteering, or
going to school were the fourth greatest demand. There was no need expressed for
vacation, to have time for a nap, training for family or employee, support of other
children or dependants, or other reasons.

Taking care of other needs would be the primary reason for respite care for 102 families,

with doctor/ medical  appointment, and to go shopping being needed by 78 families each.
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Forty-eight (48) families each would use respite services for after school care, to do
laundry, and to have time alone or be with a spouse. Twenty-four (24) families each
would use respite care to enable them to spend time with other children, do
housecleaning, cooking, repairs, recreation, counseling for self or family, work or
volunteer, or go to school.

Employment of in-home housekeeper or childcare assistant. The majority (64%) of all
respondents did not employ an in-home housekeeper or childcare assistant. Among only
respondents indicating a need for respite care in their home, a larger majority (74%) did
not employ an in-home housekeeper or childcare assistant. Thirteen (13) percent each
either did do so, or did not provide an answer. This means that about 444 of the projected
average of 600 families needing respite care services do not presently employ an in-home
housekeeper or childcare assistant.

Currently receiving respite care. No respondents indicated they were receiving respite
care services. This would mean that none of the estimated average of 600 target

population families with a member having a developmental disability considers
themselves as receiving respite care services.

Medical insurance coverage. Seventy-five percent of all respondents had medical
insurance coverage for their child and 25% did not. About half (49%) of those indicating
need for respite care in their family had coverage while 38% did not.

Of the survey respondents expressing a need for respite care services, 294 families would
be expected to have medical insurance coverage for their child, while 228 families would
not. Interestingly, it appears that respondents with medical insurance coverage was
proportionately larger than families without need. It would seem warranted to consider

whether the insurance could be used or modified to cover some respite care services cost.

Conditions  of children. Of all respondents, 27% have children considered to be
medically fragile  and 18% have children with a severe developmental disability.  When
only respondents indicating need for respite care are considered, 38% are considered
medically fragile, while 25% are considered to have a severe developmental disability.
When considered together, this group appears to indicate that 28% are in one or the other
categories, while 11% may be considered to be both medically fragile and have a severe
developmental disability. Eleven percent did not reply and 50% indicated neither
condition to be present.
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Families with a child considered medically fragile would be expected to number 228,
while 150 families would be expected to have a child with a severe developmental
disability. When the two categories are combined it would appear that 168 families
include members who are medically fragile and have a severe developmental disability,
while 66 families have both conditions and 66 did not answer. This would seem to

indicate an overlap between the two categories and a resulting lower number of families
than the 378 families projected. This seems to indicate about half of the target population
would need relatively more highly skilled care which may be scarcer and more
expensive, while half would need to be provided with services that would be relatively
easier to arrange.

Disabilities for which respite care need was expressed.  When only respondents
indicating need for respite care are considered, the range of disabilities were equally
distributed among cerebral palsy, speech/language impairment, arthritis & osteoporosis,
gross motor development delay, hearing impairment, mental retardation, orthopedic
impairment, Alzheimers/other dementia, Multiple Sclerosis & prostate cancer,

developmental delay, heart patient and intermittent incapacitation. These categories
would each be represented in about 50 families.

Public assistance. More than half (54%) of all respondents receive public assistance. Of
only those who indicated a need for respite care in their family, 62% receive public
assistance while 38% do not. Of those needing respite care services, 34% receive
Medicare/Medicaid, 25% Social Security Disability Income, 8% receive Supplemental
Security Income and 8% receive other public assistance (identified as CDAC –
Children’s Developmental Assistance Center). A quarter of respondents indicating need
for respite care received no public assistance. No respondents indicated receiving
CNMI retirement disability income.

Public assistance would appear to be received by about a quarter of subject households
needing respite care services, or about 450 families. Of these, 204 families would
receive Medicare/Medicaid, 150 would receive Social Security Disability Income,
while 48 families each would receive Supplemental Security Income and other public
assistance (CDAC). This would seem to indicate that families needing respite care
receive a relatively greater proportion of public assistance than families not needing
respite care. More than a third (228 families) needing respite care appear to receive no
public assistance benefits.

Parental employment. Half (50%) of all respondents indicated one parent of the child or

adult with developmental disabilities was employed, while 25% had two parents
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employed and an equal number (25%) had neither parent employed.  There appeared to
be little difference between the replies of all respondents and those of respondents
indicating need for respite care.

This would mean that about 294 families indicating needing respite care are households

where one parent only is employed, while about a quarter or 150 are two parent income
households. A quarter or fewer appear not to have any parents employed in the
household.

Other information. Ninety-two (92) percent of respondents were U.S. citizens. Fifty-
seven (57) percent of persons with special needs are children and 43 % are adults. All
respondents have a telephone and 55% have a computer and have Internet access.
Eighty-three percent have transportation, while 17% did not. Few people indicated the
amount that could be afforded for respite care per month, but the amounts ($25, $50
and not much) were evenly divided among those who did respond. Most respondents
(57%) provided contact information. Responses to questions 9 (What respite care

requirement is most important to meet your needs?) and 11 (Where do you live? –
Village, Election District) were inconclusive and not reported.
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Survey Result Charts

1.a. Respite categories needed

In-home skilled
nursing professional

14%

In-home childcare
14%

Out-of-home skilled
nursing professional

14%

Out-of-home
childcare

44%

Residential facility
14%

No need
0%

1.b. Frequency
       of Need

Ocassional time-off
16%

Evening hours
0%

Weekend hours
5%

Less than 4 hours
/day
5%

More than 4 hours /
day
5%

Overnight
0%

For emergencies only
16%

By scheduled
appointment

11%

Upon request
11%

Other (describe)
0%

None identified
31%

1.b. Frequency of Need (Yes only)

Ocassional time-off
22%

Evening hours
0%

Weekend hours
7%

Less than 4 hours /day
7%

More than 4 hours / day
7%

Overnight
0%

For emergencies only
22%

By scheduled appointment
14%

Upon request
14%

Other (describe)
0%

None identified
7%

0

1
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4

5

6

Ocassional time-off

Upon request

Less than 4 hours / day

Overnight

1.b. Comparison of need frequency

All respondents
Respondents indicating RC need

For emergencies
By scheduled apptmt.

Weekend hours

More than 4 hours / day

None identified

Evening hours

Other
Responses received

N
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1. Is there a need for respite care
in your family?

Yes
44%

No
56%

This information in the survey
result charts is derived from
responses made to the
opinion survey questionnaire.
The chart number refers to
the question number. Some
charts are based only on the
replies of respondents
indicating a need for respite
care. These are labeled as
Yes only  and have the same
question number as charts
showing results of all 20
respondents. Results to
Questions 9 & 11 were
inconclusive and omitted.

1.A Preferred place of respite care

In-home
29%

Out-of-home
71%

Out-of-home
childcare 60%

Out-of-home skilled
nursing professional 20%

Residential facility 20%

In-home childcare 50%

In-home skilled nursing
professional 50%
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Take care of other responsibilities
11%

doctor / medical  appointment
9%

go shopping
9%

after school care
7%

to do laundry
7%

to have time alone or with spouse
7%

spend time with other children
5%

to do housecleaning
5%

to do cooking
5%

to make repairs
5%

recreation
5%

counseling for myself or family
5%

to work or volunteer
5%

to go to school
5%

Other
5%

vacation
2%

to have time for a nap
2%

training for family or employee
2%

support of other children or
dependants

2%

2. Why respite care is needed

0
2
4
6

Take care of other responsibilities

doctor / medical  appointment
go shopping

after school care

to do laundry

to have time alone or with spouse

spend time with other children

to do housecleaning

to do cooking
to make repairsrecreation

counseling for myself or family

to work or volunteer

to go to school

Other

vacation

to have time for a nap

training for family or employee

support of other children or
dependents

Comparison of respite care purposes according to need
(blue is all respondants; red represents only respondants
indicating Yes to need for RC )

training for family or employee

2. Why respite care is needed

Take care of other responsibilities

doctor / medical  appointment
go shopping

after school care
to do laundry

to have time alone or with spouse
spend time with other children

to do housecleaning
to do cooking

to make repairs
recreation
counseling for myself or family
to work or volunteer
to go to school

vacation
to have time for a nap

support of other children or dependents

Other

0

0.5

1

1.5

2

2.5

3

3.5

4

4.5

5

Responses received

2. Comparison of respite care needs

All replies

Respondants indicating RC need

18. training for family or employee

1. Take care of other responsibilities

2. doctor / medical  appointment

3. go shopping

4. after school care
5. to do laundry

6. to have time alone or with spouse

7. spend time w/other children
8. to do housecleaning

9. to do cooking

10. to make repairs
11. recreation

12. counseling for myself or family

13. to work or volunteer
14. to go to school

16. vacation
17. to have time for a nap

19. support of other
       children or dependents

15. Other

0
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2. Why RC is needed (Yes only)

Take care of other responsibilities
17%

doctor / medical
appointment

13%

go shopping
13%

after school care
8%

to do laundry
8%to have time alone or with spouse

8%

spend time with other children
4%

to do housecleaning
4%

to do cooking
4%

to make repairs
4%

recreation
4%

counseling for myself or family
4%

to work or volunteer
4%

to go to school
4%

Other
0%

0%
to have time for a nap

0%training for family or employee
0%

support of other children or dependents

vacation

0%
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3. Do you now employ an In-home
housekeeper or childcare assistant?

Yes
29%

No
64%

No Answer
7%

4. Do you now receive any
respite care services?

Yes
0%

No
100%

5. Do you have medical insurance
coverage for your child?

Yes
75%

No
25%

5. Do you have medical insurance coverage
for your child? (Yes RC needed only replies)

Yes
49%

No
38%

NA
13%

0

5

10

1 2

NA
Yes
No

Have Insurance?
1= all answers
2= Indicating Yes need for RC

3. Comparison of employment of in-home
housekeeper or childcare assistant between
all respondents and only respondents
indicating need for respite care.

0
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5
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8
9

No

YesNo Answer

All replies
Yes RC needed only
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No Yes No Answer

Responses received

All replies

Respondants Yes RC needed
only
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3. Do you employ an in-home
housekeeper or childcare assistant?

3. Do you employ an in-home housekeeper
or childcare assistant? (Yes only)

No
74%

Yes
13%

No Answer
13%
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6. Is your child considered
medically fragile?

Yes
27%

No
73%

Yes
18%

No
82%

7. Is your child considered to have a
severe developmental disability?

8. What is the disability of the
person to receive care?

Cerebral Palsy
6%

Speech/language
Impairment

6%
health impairment

13%

Other
19%None

38%

Mental Retardation
6%

Orthopedic
Impairment

6%

Alzheimers/Other
Dimentia

6%

6. Is your child considered medically fragile?
 (Yes RC needed only replies)

No
49%

Yes
38%

NA
13%

7. Is your child considered to have a
severe developmental disability?

(Yes RC needed only replies.)

No
62%

Yes
25%

NA
13%

1.a. Respite categories needed
In-home skilled

nursing professional
14%

In-home childcare
14%

Out-of-home skilled
nursing professional

14%

Out-of-home
childcare

44%

Residential facility
14%

No need
0%

6.+7. Child considered to have a severe
developmental disability and/or be
medically fragile? (Yes RC needed only replies)

Yes
28%

No
50%

NA
11%

Both
11%

All responses

Only yes RC needed
responses

6. Is your child considered
to have a severe
developmental disability?

Responses received
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No Yes NA
Responses received

6. Is your child considered
medically fragile

All Replies

Only Yes RC needed replies

8. What is the disability of the person
    to receive care? (Yes only)

Cerebral Palsy

Speech/language
Impairment

Arthritis &
osteoporosis

Gross motor
Development Delay

Hearing Impairment

Mental Retardation
Orthopedic
Impairment

Alzheimers/Other
Dementia

Multiple Sclerosis &
prostate cancer

Developmental delay

Heart patient

Intermittent
incapacitation
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all the time
29%

at least daily
14%

occasionally
57%

generally independent
0%

10. How much respite care from
others is needed?

None
25%

One
50%

Two
25%

14. Number of parents (of the child
or adult with developmental
disabilities) employed.

13. Children and adults
with special needs

adult
43%

child
57%

ages specified
1
1.5
3
20

ages specified
42
44
68

12. What is your citizenship?

U.S
92%

Palau
8%

0

1

2

3

4
One

NoneTwo

All respondents
Respondents indicating
need for respite care

14. Comparison of number of
parents employed according to
expressed need for respite care

14. Number of parents
employed (yes only)

None
13%

One
49%

Two
25%

No Answer
13%

Results to Questions 9
& 11 were inconclusive
and omitted.

14. Number of parents employed

0
0.5

1
1.5

2
2.5

3
3.5

4

N
u

m
b

er
 o

f 
re

p
lie

s

One None Two

Responses received

Respondents indicating
need for respite care

All respondents
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15. Do you (or your child) receive
public assistance?

Yes
54%

No
46%

0

1

2

3

4

5

6

7

Yes No

15. Do you (or your child) receive
public assistance?

All replies
Yes RC needed
only replies

yes
62%

No
38%

15. Do you (or your child)
receive public assistance?

(Yes RC needed replies)

15b. Kind of public assistance received

Medicare/Medicaid
35%

SS Disability Income
18%

None
35%

Other (CDAC)
6%

SSI
6% CNMI Retirement

Disability
0%

Medicare/Medicaid
34%

SS Disability Income
25%

None
25%

Other (CDAC)
8%

SSI
8%

CNMI Retirement
Disability

0%

15b. Kind of public assistance received
by respondents indicating RC need

15. Comparison of kind of public assistance received between all
respondents and respondents indicating need for respite care.

0

2

4

6
Medicare/Medicaid

SS Disability Income

None

Other (CDAC)

SSI

CNMI Retirement Disability

All respondents
Respondents indicating RC need
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16. Do you have a telephone?

Yes
100%

No
0%

17. Do you have a computer?

Yes
55%

No
45%

18. Do you have Internet access?

Yes
55%

No
45%

20. How much can you afford to
pay for respite care per month?

No Answer
79%

Not Much
7%

twenty-five dollars
7%

fifty dollars
7%

19. Do you have transportation?

Yes
83%

No
17%

20. How much can you afford to pay for respite
care per month? (excluding 11 No Answer)

Not Much
34%

twenty-five dollars 33%

fifty dollars
33%

Projected CNMI Population, Households and
Individuals with Developmental Disabilities

Contact information provided

Yes
57%

No
43%

10,000
20,000
30,000
40,000
50,000
60,000
70,000
80,000
90,000

Population
Households

Individuals w/DD

82,875

827
766

709
687

498
279

121

1999 1q

1980
1990
1995

1998 4q

2000
2001

16,682
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Contact information (optional) Name ________________ Telephone ___________
Address_______________ Email ___________

________________

11. Where do you live? Village_______ Election District______    12.What is your citizenship?_____

13. What is the age of the child or adult with special needs?_____

14. Number of parents (of the child or adult with developmental disabilities) employed ___0   ___1    ___2

15. Do you (or your child) receive public assistance?    ___Yes   ___No
15b. If Yes, indicate which: ___SSI      ___Social Security Disability Income       ___Other ___

___Medicare/Medicaid    ___CNMI Retirement Disability

16. Do you have a telephone?___Yes    ___No    16. Computer?___Yes   ___No 17. Internet access ___Yes   ___No

17. Do you have transportation?___Yes    ___No       18. How much can you afford to pay for respite care per month?_____

1. Is there a need for respite care in your family? ___Yes ___No
1a. If Yes, what is the need?

___In-home skilled nursing professional
___In-home childcare
___Out-of-home skilled nursing professional
___Out of home childcare
___Residential facility
___No need

1b. How frequent is the need?

___Ocassional time off
___Evening hours
___Weekend hours
___Less than 4 hours /day

2. Why do you need respite care?

___Take care of other responsibilities ___to do laundry ___training for family or employee
___spend time with other children ___to do housecleaning ___counseling for myself or family
___doctor’s appointment ___to do cooking ___support of other children or dependants
___vacation ___to make repairs ___to work or volunteer
___after school care ___go shopping ___to have time alone or with spouse
___for medical appointments  ___to have time for a nap ___to go to school

 ___recreation ___Other (describe)________________

3. Do you now employ an in-home housekeeper or childcare assistant? ___Yes ___No

4. Do you now receive any respite care services? ___Yes ___No

5. Do you have medical insurance coverage for your child? ___Yes ___No

6. Is your child considered medically fragile? ___Yes ___No

7. Is your child considered to have a severe developmental disability? ___Yes ___No

8. What is the disability of the person receiving care?

___Vision Impairment ___Hearing Impairment ___Mental Retardation     ___Autism
___Cerebral Palsy ___ADHD/ADD ___Epilepsy       ___Spina Bifida
___Speech/language ___Serious Emotional ___Orthopedic       ___Traumatic Brain

impairment Disorder  Impairment Injury
___Health Impairment (describe)_________________ ___Alzheimers/Other Dimentia
___Other (describe)__________________________________________________________________________.

9. What respite care requirement is most important to meet your needs?_________________________________.

10. How much care support from others is needed?

___someone must be around all the time ___need or appreciate occasional help
___someone must be around at least daily ___ generally independent

Respite Care Needs Questionnaire
Respite is a service in which care is provided to children (including adult children of older parents) with disabilities, with chronic or
terminal illnesses, and/or to children at risk of abuse and neglect.
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11. Where do you live? Village_______ Election District______    12.What is your citizenship?_____

13. What is the age of the child or adult with special needs?_____

14. Number of parents (of the child or adult with developmental disabilities) employed ___0   ___1    ___2

15. Do you (or your child) receive public assistance?    ___Yes   ___No
15b. If Yes, indicate which: ___SSI      ___Social Security Disability Income       ___Other ___

___Medicare/Medicaid    ___CNMI Retirement Disability

16. Do you have a telephone?___Yes    ___No    16. Computer?___Yes   ___No 17. Internet access ___Yes   ___No

17. Do you have transportation?___Yes    ___No       18. How much can you afford to pay for respite care per month?_____

1. Is there a need for respite care in your family? ___Yes ___No
1a. If Yes, what is the need?

___In-home skilled nursing professional
___In-home childcare
___Out of home skilled nursing professional
___Out of home childcare
___Residential facility
___No need

1b. How frequent is the need?

___Ocassional time off
___Evening hours
___Weekend hours
___Less than 4 hours /day

Contact information (optional) Name ________________ Telephone ___________
Address_______________ Email ___________

________________

2. Why do you need respite care?

___Take care of other responsibilities ___to do laundry ___training for family or employee
___spend time with other children ___to do housecleaning ___counseling for myself or family
___doctor’s appointment ___to do cooking ___support of other children or dependants
___vacation ___to make repairs ___to work or volunteer
___after school care ___go shopping ___to have time alone or with spouse
___for medical appointments  ___to have time for a nap ___to go to school

 ___recreation ___Other (describe)________________

3. Do you now employ an in-home housekeeper or childcare assistant? ___Yes ___No

4. Do you now receive any respite care services? ___Yes ___No

5. Do you have medical insurance coverage for your child? ___Yes ___No

6. Is your child considered medically fragile? ___Yes ___No

7. Is your child considered to have a severe developmental disability? ___Yes ___No

8. What is the disability of the person receiving care?

___Vision Impairment ___Hearing Impairment ___Mental Retardation     ___Autism
___Cerebral Palsy ___ADHD/ADD ___Epilepsy       ___Spina Bifida
___Speech/language ___Serious Emotional ___Orthopedic       ___Traumatic Brain

impairment Disorder  Impairment Injury
___Health Impairment (describe)_________________ ___Alzheimers/Other Dimentia
___Other (describe)__________________________________________________________________________.

9. What respite care requirement is most important to meet your needs?_________________________________.

10. How much care support from others is needed?

___someone must be around all the time ___need or appreciate occasional help
___someone must be around at least daily ___ generally independent

Respite Care Needs Questionnaire
Respite is a service in which care is provided to children (including adult children of older parents) with disabilities, with chronic or
terminal illnesses, and/or to children at risk of abuse and neglect.
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Service Needs

Place of Service. The greatest demand expressed by respondents by almost three to one
was for respite care services to be provided out of the home based on preferences
expressed by persons needing respite care. The largest demand for out-of-home
services was for childcare.

With out-of-home childcare seemingly widely available through a variety of public and
private service providers as well as through the extended family setting of many CNMI
households, the demand for out-of-home childcare services is surprising and perhaps

warrants further consideration.  It is possible these results mean that existing providers
are not meeting needs of families having a child with a developmental disability. It is
possible that childcare services are unaffordable, inaccessible, uninclusive, already
fully occupied or staff are not suitably trained to meet special needs.  There may also be
a desire by the parents, as expressed by one parent, for a change of pace for the child, or
perhaps out of recognition that child care may be better provided outside of the home
for whatever reasons.

An additional 20% each wanted a residential facility or services of an out-of-home
skilled nursing professional. These kinds of services would appear to represent
potential demand (170 families) for out-of-home services apparently unavailable in the

CNMI. Potentially such services could be obtained from a facility such as the
Commonwealth Health Center, or from a new facility yet to be developed. Combined
with a potentially strong projected demand (256 families) for out-of-home childcare
services together with moderate projected demand (170 families) for residential and
out-of-home skilled nursing professionals, there would appear to be a need for a new
facility or service meeting needs of about 426 families.

Further consideration should be given to an effort to satisfy this apparent large demand
for out-of-home services. While this may contradict the typical respite function of
providing for in home care, the CNMI situation may be atypical because most locales
where respite care is well established already have well established network of out-of-

home services and facilities. The CNMI respite care program should not be expected to
function as a substitute for out-of-home services that should otherwise be available to
the community. A new respite program should moderate the need for out-of-home care
and be flexible to respond to substantial need. It should also advocate needed services
and facilities development by public and commercial interests.
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The relatively smaller demand (174 families) for in-home respite care services
represents a small demand (87 families) for in-home visits by skilled nursing
professionals. This service would appear to be obtainable from existing private and
public service providers, although inability to pay is undoubtedly a barrier to obtaining
the service from private service providers. While home visits by CHC nurses may be

more affordable due to subsidies, there may already be an excess demand for these
services by persons with adequate insurance or ability to pay. Where there is a facility
for out-of-home respite care services, the facility conceivably could also be organized
to provide for in-home services as well, or serve more of the in-home demand in a
facility setting.

In the absence of a facility and suitable arrangements, there would appear to be a need
to provide for in-home skilled nursing professional services as well as in-home
childcare services. A primary rationale for providing respite care services is to expand a
family’s capacity to take care of special needs at home without having to rely on
outside services.

Level of Service. The necessary level of service to meet frequency of need for the
estimated 600 family target population may be easier to achieve for some categories
than others. It would be relatively more difficult to provide for respite care for about
half of the target population with more intensive needs. However, every family would
readily benefit from more easily provided supports that are more custodial than child
care oriented and which would lessen all other demands and improve quality time with
target dependents.   All respite care services are by definition intermittent and
undoubtedly there is some overlap among the frequency categories. The greater
expressed needs were “for emergencies” and “occasional time-off.” The next greatest
demand was for services either “upon request” or “by scheduled appointment.” Most

demand appears to be concentrated during the week with no demand indicated for
“evening” or “overnight” and little demand for “weekend” services.  It would be
relatively easier to address needs of about half of the target population whose children
are not medically fragile or do not have a severe developmental disability.

Of these time demands, it would appear most warranted to try to meet demand for
“occasional time-off” by advance appointment. Meeting demand for “emergencies” and
“upon request” needs would appear difficult without substantial standby service
capacity.  The availability of a facility or facilities where “emergency” and “upon
request” demand could be met by a drop-in services would appear the best means to
serve this demand. It may also be possible to try to meet this demand by shifting it to

scheduled services. This would necessitate a substantial outreach effort, and the



Proposed Respite Care Program Model 19

development of a large capacity to provide services at short notice. These services
potentially could be met with the development of a pool of volunteer and/or paid respite
care providers.

The relatively smaller demands for daily service (either more than or less than 4

hours/day) perhaps should not be addressed as a respite care function but instead be
addressed by efforts to have the demand met by existing service providers. This would
necessitate improvements in the accessibility, inclusivity, staff training, or capacity of
existing child care services. The respite care program could take action to advocate
voluntary or enforce required improvements in existing childcare services to make the
facilities more useful for the target population. Action could also be taken to encourage
new or expanded facilities such as by identifying the demand for services or perhaps
subsidize costs to make facilities more affordable, accessible or larger.

It would also be possible to curtail the range of needs for which a respite care program
would provide services. The CNMI model program envisions two levels of respite care

services. The ‘first level’ services facilitate dependent care to enable the primary care
giver to conduct any other needed activity, while ‘second level’ services provide for
any other needs that would enable the primary care giver to increases the periods of
quality time to needs of a target dependent. The latter category includes personal
assistants, janitorial, housekeeping and similar support to reduce burdens interfering
with quality primary care of target dependents.

According to the needs expressed by survey respondents, the ‘first level’ type of needs
are to “take care of other responsibilities,” “for doctor / medical appointments” or to”
go shopping,” and to “have time alone or with a spouse.” Other first level needs
included school, work, volunteering, counseling and recreation.  These pursuits are not

readily met by any existing mechanism, while expressed “second level’ needs such as
“after school care”, “laundry”, “housecleaning”, “cooking”, and “repairs” are somewhat
more readily available so long as the costs can be afforded by needed recipients.
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Organization and Implementation

The wide array of needed respite care services makes it necessary to implement a
program with the widest degree of flexibility to meet the unique needs of families. This
would seem best accomplished through a nonprofit corporation to be formed in
cooperation with the GCDD. The nonprofit corporation would be able to operate with
fewer restrictions and have more freedom to seek and expend a wide range of funds for
a broad range of services.

The program is ideally intended to operate by legislative mandate. Proposed enabling

legislation has been developed which is generally based on statewide respite care
programs operating in many states and Guam. Among other things, the legislation
would charge GCDD with establishing the program, require the creation and use of a
nonprofit corporation to act as GCDD’s designee for implementing the CNMI respite
care program, and provide for strict financial and audit guidelines developed and
approved by the public auditor.

A nonprofit corporation board of directors would be appointed by the GCDD, and a
paid managing director would have broad authority and specific responsibilities for
implementation.  The program would be implemented in stages. The proposed name of
the nonprofit corporation would be Friends of Respite Marianas, Inc. (FOR Marianas).

The first step in beginning a respite care program has already been taken by GCDD in
developing this model program under its state plan. The next step should be the
organization and start-up of the program. This would be undertaken by GCDD staff –
ideally by a short-term contractor who would shortly move to head the nonprofit
corporation. The work would be directed toward getting the program operational,
including coordinating with the legislature on enabling legislation, securing funding,
establishing a nonprofit corporation and publicity.

The second stage would begin – ideally – with enactment of legislation. Legislation
would provide GCDD with a clear mandate, create a funding and expenditure

mechanism, direct implementation through nonprofit corporation/managing director
organizational structure, and authorize an annual appropriation.

Enabling legislation would facilitate the program but may not necessarily be a
prerequisite to program implementation. Implementation would occur to the extent
funding was available. At the same time as the work to gain legislative approval, work
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can also be done to establish the nonprofit corporation, identify and raise funds, apply
for grants, create publicity, and begin providing services. While sufficient funding is
not expected to be immediately available, a lot of work can be done by the staffer alone
with support of GCDD and other interested organizations and individuals.

While the nonprofit corporation is intended to be independent, it is also intended to
implement the CNMI respite care program on behalf of the GCDD. GCDD, in addition
to first taking action to start a respite care program as part of its state plan, would be
charged with this responsibility under the enabling legislation and be the recipient of
CNMI funds which may be appropriated.  GCDD would also be the applicant and
recipient for any federal grants that may be available to GCDD for respite care services.
Possibly GCDD would allocate state plan funds for the program.

Although GCDD would receive the federal and CNMI funds for respite care services,
GCDD would be expected to pass-through the funds to the nonprofit corporation while
retaining10% or less for associated administrative costs. Where allowable by federal

agencies, the nonprofit corporation will directly apply for and receive federal grants to
be used by the nonprofit or for third party projects such as facilities improvements.

FOR Marianas will start-up with broad authority and flexibility, but the initial budget is
expected to be sufficient only for basic expenses and costs of a Managing Director. The
nonprofit corporation would directly solicit and receive funds from a variety of other
sources. These include donations, sponsorships, foundation grants, loans, user fees,
community investments and other types. All funds received by the nonprofit corporation
would be to carry out the respite care program while retaining10% or less for associated
administrative costs.

The Managing Director will be expected to carry out the four program functions
(described later) until adequate funding is available to employ additional staff. Except
for the cost of the Managing Director, it is intended that all other income will first be
used for cash grants to eligible recipients according to priority. Only then will any
surplus or new income be used for additional paid staff and related expenses to improve
productivity. All staff will provide services delivery.

The principal office of the nonprofit corporation will be on Saipan but all services will
be available to any eligible recipient who requests services from the nonprofit
corporation.  The corporation will endeavor to provide services in the recipients’ home
island as appropriate. Any information dissemination and funding advocacy will be

conducted in the three senatorial districts. Initially, the startup will need to make
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arrangements for free rent and depend on GCDD and other agencies and associates for
basic operational necessities. It will need to operate on a shoestring budget in order to
ensure that any available funding is earmarked for delivery of respite care services as
its primary activity.

(100%)

CNMI Respite Care Program
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Program Functions

The CNMI Respite Care Program structure is intended to provide for a broad array of
services in four functional categories: Cash Services, Facilities, Direct Services and
Advocacy.

Cash Services. Many needed services are available from existing private and public
sectors. Making cash available to priority eligible recipients will provide the broadest
possible flexibility for target families to obtain services that best meet the unique
requirements of each recipient.

Cash is intended to mean an expedited method of obtaining needed eligible services,
and be provided in the form of grants in currency, fixed value vouchers good toward
the cost of an eligible service, reimbursement for documented paid expenses already
approved in advance, coupons from service providers, small short term, low interest
loans from revolving fund, and other cash instruments to be determined.

Facilities.  Facilities consist of existing facilities and potential facilities. Existing
facilities include family residences, commercial and nonprofit child daycare centers,
public and private schools, shelters, community centers, camps, gymnasiums, and other
settings outside of the primary residence where care is regularly provided. Potential

facilities means facilities which either do not presently exist or they exist but do
currently operate in a manner useful to eligible recipients. FOR Marianas could support
existing facilities by rental payments, assistive technology, renovations and
accessibility retrofitting.

Potential facilities may be determined necessary to ensure availability of respite care
for priority eligible recipients who cannot otherwise be provided services due to
severity of condition, cost of obtaining commercial services, insufficient program
income to subsidize in part the cost without jeopardizing delivery of eligible services to
eligible recipients.

Development of potential needed facilities may be supported by the nonprofit
corporation provided need is justified and funding is potentially available. The
managing director will act to achieve development of unavailable and justified needed
facilities as necessary. This includes direct development, cooperation with others,
advocacy and support for third party developments, cost sharing, inclusive advocacy,
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and other means. Program income may be used for potential facilities development
after achieving delivery of Respite Care functions.

Direct Services for Eligible Recipients.  This function would actively seek out and
assist eligible recipients and complement the cash services function. Services may

include coordinating efforts to obtain respite services, matching families with services,
advocating on behalf of eligible recipients to obtain respite services from existing
service providers and facilities, assistance in obtaining funding for respite care
otherwise available or beyond scope of cash services. Service may include efforts on
behalf of a particular family to improve inclusivity, increase capacity or increase need
awareness in order for existing facilities such as a day care services to open up services
for target dependents. Other services include development of statistical demand for
services, collection and dissemination of information, and service directory
compilations.

Advocacy. This function would act to facilitate the provision of respite services by third

parties. This would target institutional measures such as legislation and regulation,
enforcement of civil rights, insurance policy coverage, removal of policy barriers,
fundraising, grantwriting and other activities furthering respite care. Efforts would be
made to organize public interest on behalf of eligible recipient and target dependents.
This will include public education, arrangements for workshops on inclusive rights,
organization of targeted information campaigns and legislation. The function would
complement GCDD and act as advocate for respite care to GCDD and boards and
commissions.

Other indirect services would be efforts to have third parties provide eligible services to
eligible recipients. This would include, for example, home nursing, licensed child

attendants, community drop-off centers, residential facilities, recreational programs in
gyms and community centers, inclusion of target dependents in camps, commercial
recreation, daycare centers and private schools, accessible transportation, mini-
vacations, changes in operating days and hours, creation of special rates for home
Internet access and lifeline services, and other efforts.
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Eligibility

Eligible recipients are primary caregivers in families of target dependents. Target
dependents are children with developmental disabilities residing at home or who are
medically fragile, or adults with developmental disabilities who reside with aging
parents. Also included as target dependents are older individuals who are medically
fragile, have developmental disabilities, dementia, and other conditions and who reside
in the home of a primary caregiver, such as adult children, grandchildren, or another
caregiving relative.

Eligibility for respite care would be based on need of the caregiver and target
dependent. Need would be determined according to income, severity of developmental
disability or medical condition, difficulty of obtaining respite through normally
available means.  Citizenship and residency would not be considered.  An application
form or some reasonable type of new or existing identification card would be used to
determine eligibility of potential recipients and target dependents.

Priority Recipients. Respite care would be provided to particular categories according
to priority.

On the basis of the survey results, priority care would seem best targeted toward

families where:

no public services are received 228 affected households
child is medically fragile 228 ”
child has a severe developmental disability 150 ”
one parent is employed 294 ”
No parent is employed 78 ”

Along with these situations, consideration should also be given to families where more
than one dependent has a developmental disability or is medically fragile, and single
parent families. These groups were not identified by the survey.
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Budget Information

It undoubtedly will be necessary to establish limitations on cash outlays and vary
program efforts by operating budget levels. The following scenario may be a suitable
illustration of costs assuming the program would start small and grow over three years.

Base costs at the outset would be the cost and overhead of the Managing Director, say
$40,000. The work would be done out of a government office at no cost and promotion
and other costs would be offset by the government agency, as follows.

Salary and expense $35,000
Partial admin. 4,800
Transportation 3,600
Promotion/Adv.                6,000
First year $49,400

At the second year there would be legislation, annual appropriation, grants and
community donations in place, and a voucher program would be operated by a nonprofit
corporation. The voucher would be provided to an eligible family who in turn would be
responsible for negotiating arrangements and fees with approved service providers.

Service providers would be reimbursed by the program within 15 days of service
delivery.

Annual household income under $25,000 would receive a $300 voucher every three
months ($1,200 year). Assuming 600 families need respite care and 80% have incomes
under $25,000, the annual cost of a voucher program would be $576,000. Annual
household income over $25,000 but less than $45,000, say 120 families, would receive a
$150 voucher every three months ($600 year) at an annual cost of $72,000. However,
available budget is limited to $360,000 consisting of $250,000 appropriation, $100,000
grant, and 10,000 community donations. This would provide voucher support for about
300 families in addition to the direct services and advocacy functions carried out by the

Managing Director.
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Salary and expense $35,000
Admin. & Rent 9,600
Transportation 3,600
Promotion/Adv. 6,000
Voucher 300,000

Other                                5,800
Second Year $360,000

As the program is worked out and needs become clearer, it undoubtedly would be
possible to limit demand, possibly substantially, for vouchers and the associated cost by
establishing priorities and sliding benefit scales. Other specific eligibility and
geographical criteria may also be established.

The third year would remain generally the same with possible increased voucher services
made available by additional grants and community donations. In addition some part of
the voucher budget could be converted to a revolving fund that would be used for small

short term loans and thereby be potentially able to reach a larger number of families.
Ideally an additional $35,000 would be made available to increase staff and therefore
increase efficiency and improve available direct and advocacy services. Any new
achievements for facilities would have to be derived from the voucher program and any
additional funding sources that might be established for facilities, such as separate fund
raising drives, CIP appropriations, new grants, etc.

Fourth year and beyond likely would continue to operate along these levels. In order to
reach all of the projected 600 families presently needing respite care services using a
voucher program an annual budget of just under $800,000 would be needed.
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Conclusion

Respite care is needed in the CNMI to varying extent. Meeting all needs will involve
potentially great cost and effort. However, a respite care program can begin small and
grow, or remain small and just do what can be done. Any action taken will benefit
caregivers and their families and be well appreciated.

As someone famous once said, “ A march of a thousand miles starts with a single step.”
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Existing and Potential Service Providers,
Concepts, and Recommendations

Government Resources

• Social services. The CNMI has a broad range of social service agencies. DYS
provides respite care services to alleviate child abuse. The Aging program, DYS,
Vocational Rehabilitation, CDAC and PSS receive grant funds that may be used to
provide respite services.

• Commonwealth Health Center. CHC facilities and staff may be suitable as a
locale for out-of-home respite care services.

• Youth Shelter. The DYS youth shelter facility may be a suitable locale for out-of-
home respite care services.

• Vacant Buildings. Numerous vacant buildings and houses may be suitable
locations to office the Commonwealth Respite Care program, or be suitable locales

for out-of-home respite care services, community center, or residential facilities.
• Nursing School. The nursing program of Northern Marianas College may be a

good source for respite care service providers.
• Gymnasiums. Several public gymnasium facilities are potentially suitable locales

for out-of-home respite services.
• Support organizations. The Office of Women’s Affairs, Indigenous Affairs, and

Carolinian Affairs would be logical organizations to lead support efforts for a
respite care program.

• Local Government. The Mayors, Municpal Councils and legislative delegations
would be ideal groups to support development of respite care programs and funding
sources.

• Tax offsets for Education. It would be useful to organize efforts to have tax offsets
be given to educational facilities that provide respite care functions.

• After school programs. New after school programs should be tapped to start
respite-oriented services.

• Department of Labor and Immigration . Restrictive DOLI policies against
nonresident worker employment by low income target families may be
discriminatory and should be overcome by appropriate solutions.  CNMI’s unique
laws and labor market provide great opportunities for families to obtain relatively
affordable in-home respite care services.

• Marianas Public Land Trust Fund.  Consideration should be given to the Marianas
Public Land trust account for health services (4 CMC 1803(d) as a potential source of

funding for respite care services.
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• CNMI Retirement Disability Benefits.  In some cases children with disability may
continue to receive retirement member survivorship benefits until their death or no
longer disabled (1 CMC 8350-52, 3 CMC 3305).

Non Government

• Day Care Centers. Day care facilities are potentially suitable locales for out-of-
home respite services. Efforts to match openings and short term (daily, weekly)
vacancies with respite care needs would benefit both parties.

• Hotels/Resorts. Numerous CNMI hotels have good potential to provide for respite
services. These could include ‘respitality’ where individuals or families could be
given free or minimum cost rooms and/or recreational facilities for limited time
periods. Recreational programs and leisure instructors would be good sources for
out-of-home respite such as day camps. Recreation specialist possibly could be
invited to host recreation programs at community centers, gymnasiums, and other
community venues.

• Recreation. Recreational activities could provide respite care by pairing volunteer
or paid companions with individuals with special needs and engage them in
recreation activities.

• Help Line. The help line could be enlisted to assist with identification of needs and
referrals.

• Home Nursing. Several home nursing businesses would be excellent sources of in-
home respite care. Costs of the services could be subsidized or sponsored through
the respite care program.

• Drop-off laundries. Use of these facilities can be seen as a way to provide for in-
home respite care. The time saved would benefit care providers.

• Licensed babysitters. There does not appear to be any organized babysitting

service in CNMI. The concept of identifying interested volunteers and for-pay
childcare providers and ‘licensing’ them in terms of their capability to care for
children with developmental disabilities would be useful to families. The service
could serve for in-home and out-of-home respite care services.

• Parent Support groups. Existing parent groups would be useful in promoting
respite care services. Parent groups can be a source of volunteers, grassroots
support, fundraising mutual support, and other contributions.

• Senior/other discounts. A respite care program can develop a network of
appropriate respite care service providers who may be encouraged to provide
discounted services. The respite care program can also organize a voucher program,
bulk purchases, subsidies, etc. to support collaboration among private service

providers.
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• Churches. There are numerous denominations and religious organizations in the
CNMI that may offer or be supportive of efforts to develop and improve respite
care services. Pooled resources or interfaith efforts would be influential support
organizations. Maturana House may be a potentially suitable locale for out-of-home
respite services.

• International organizations. At one time, a Japanese organization purchased a
large home for use as a residential facility for Japanese individuals with disabilities.
It is not known if the organization is still in the CNMI, but it is an indicator of the
potential for possible collaboration with international organizations. These kinds of
organizations may be well funded and benefit from cultural exchange. Perhaps
MVA would be supportive of such efforts.

• Parent Teacher Associations. PTAs would be logical organizations to support
efforts for a respite care program.

• Industry Interest Groups. HANMI, Chamber of Commerce and the Garment
Manufacturers’ Association, NM Insurance Association, NM Bar Association,
Automobile Dealers’ Associations, and other community-minded businesses would

be potential community sponsors for respite care programs.
• Community Associations. Rotary, Knights of Columbus, Jaycees, Korean

Women’s Association, Chinese Association, Car Clubs, etc., would be potential
community sponsors for respite care programs.

• Staffing agencies, janitorial companies, hotels may be interested to provide
intermittent in-home respite services with costs being offset by volunteers,
donations, subsidies and publicity.

• Volunteer organizations should be encouraged to meet respite care needs. For
example, an engineering association could be enlisted to design and install AT
devices, ramps, home repairs modifications, childcare center improvements, etc.
The CHC Volunteers Association seems to be an excellent service organization. A

similarly modeled support group could be developed to assist the respite care
program.

• Surrogate employers. The respite care program nonprofit possibly could hire
housekeepers /child care staff who could do work in target families who are not
eligible to hire workers.

• Existing childcare providers such as day care centers, private schools and resort
day camps should be tapped to provide for drop-off and regular out-of-home respite
care services. These are required to be accessible by ADA standards. Fishing and
dinner cruise boats may also provide a respite function.

• Regulatory agencies. Licensing agencies for day care, private schools, building
safety, engineering, medical services, and others should be provided educational

material about ADA requirements for their constituent interests.



Proposed Respite Care Program Model 32

• Multipurpose facility . There appears to be a need for an out-of-home childcare
facility. Consideration should be given to one facility that could serve functions
such as residential facility, group home, supervised shared apartment and
community center.

• Foundations that are locally-oriented, such as the Hillbloom Foundation, or have

major local interests, such as Continental, Mitsubishi, PacifiCare, Verizon, and Tan
Holdings should be considered as potential funding sources.

• Legal Settlement & Public Relations Funds. Funds from petroleum overcharges,
fuel price fixing, tobacco settlements, alcohol beverage makers, etc. should be
considered for respite care program support funding.

• National volunteer programs such as Americorps, Senior Corps of Retired
Executives, medical volunteers, and others should be considered as a source of staff
for respite care programs, services and special projects.

• Internet Access. Existing relatively high levels of computer access and telephones
could be enhanced by efforts to increase Internet access and use, and by the
development of local information networks. Efforts should be made to provide all

target families with free or subsidized Internet access rates.
• Library materials . A collection of respite care library materials should be obtained

and donated to the public libraries.
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Generic Service Types

The proposed respite care model facilitates the delivery of a wide variety of supports to
meet as broad a set of needs as can be afforded. The opinion survey results identified a
range of needed services that may be warranted for program startup. The following
section is a review of a variety of services that may be considered for delivery by the
CNMI respite care model. It is included only as a basis for further consideration of
appropriate services that may be provided directly by the respite model or targeted as
an eligible service.

Respite program models for families who have children with disabilities, or chronic or
terminal illnesses, may differ in each local service area according to the needs of
families/caregivers within the community. For example, some respite programs may
utilize an available bed in a health care facility or state institution for families who
require extended respite options and whose child requires skilled care; whereas, other
respite programs may only offer time-limited (a few hours) services in the family’s
home. In addition, respite services may be available to families through formal
programs (i.e., trained staff) or may be available to families through informal networks
(e.g., parent cooperatives, or cash subsidies to purchase respite through relatives and
friends).

In-home Services. Many families prefer respite that is provided in the home. There are
several advantages to in-home respite:

• The parents/caregivers are often more comfortable if the child does not have to leave
the home;

• The home is already equipped for any special needs the child may have; and
• The cost is relatively economical (voucher systems are frequently used to pay for

services).

Sometimes in-home care is coordinated by a broker, an individual who agrees to
recruit, provides basic training, and keeps a database of all respite providers. Families

can be matched with a provider by calling the broker and are usually responsible for
child-specific training, payment, and repeat scheduling.

Home-Based Services. Home-based respite services may be provided through a public
health nursing agency, a social service department, a volunteer association, a private
nonprofit agency and/or a private homemaker service. A trained and perhaps licensed
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employee of the agency is available to come into the home and offer respite. Ideally,
services should be available twenty-four hours a day, 365 days per year.

Sitter-Companion Services. Sitter services may be provided by individuals who are
trained in caring for children with special needs. Often this type of service can be a

project of a service organization or specialized agency (Camp Fire, Jaycees, Junior
League, ARC or United Cerebral Palsy Associations), which is willing to sponsor
training and/or maintain a register of trained providers to link to families in need.

Parent-Trainer Services. This model is similar to having a friend or relative volunteer
to care for a child with special needs. The primary difference is that the person
providing care is identified or selected by the family and trained by a respite program.
Providers may be paid or unpaid.

Out-of-Home Services. Out-of-home respite provides an opportunity for children and
youths with disabilities, chronic or terminal illnesses to be outside the home and/or with

other children or youths. This may be a particularly attractive option for adolescents
who are preparing to leave the family home for a more independent living arrangement,
because it gives them an opportunity to experience new surroundings and different
expectations. Families are free to enjoy time in their own home without the constraints
of constant care, and they can devote more attention to siblings.

Listed below are some special considerations regarding out-of-home models.

• Transportation may be required and special equipment may need to be moved.
• Services are usually offered on a sliding fee schedule, or there may be a

combination of family fees, state and federal funding, and/or private insurance.

• Providers may be paid or unpaid in many of the models.
• The child receiving care may not like the unfamiliar environment or may have

difficulty adjusting to the changes.
• The services may be offered in a variety of settings more restrictive than the child’s

home, such as special medical centers or nursing homes.

Family Care Homes or Host Family Services. In this model, respite is offered in the
provider’s home. This could be the home of a staff person from a respite program, a
family day care home, a trained volunteer’s family home, or a licensed foster home
used only for respite stays. Offering respite in a provider’s home enables a child to
receive services in a more familiar setting. It is recommended that homes used under

this model be licensed under state regulations governing foster homes.
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Respite Family Day Care or Center-based Services. Some respite programs contract
with existing day care centers to provide respite to children with special needs. This is
an effective model in rural areas, because it allows children to be in a supervised
environment in a facility that may be relatively close to home. Children may be placed

in these settings on a short term “drop in” basis, as well. Day care centers may be
housed in churches, community centers, and after school programs. Not all centers are
licensed by the state to provide services.

Respite in Corporate Foster Home Settings. In some states, foster care regulations
and licensing accommodate the development and operation of foster care “homes”
which are managed by a non-profit or for-profit corporation. In this situation, several
children or adolescents who have disabilities are placed outside their family homes and
live together in a homelike environment with the help of a trained, rotating staff. These
corporation-operated foster homes may provide respite care, either as vacancies occur
in the homes, or as the sole purpose for which the “home” exists. Some adolescents

adapt especially well to this situation, enjoying a setting which is like semi-independent
living.

Residential Facilities. Some long-term residential care facilities, particularly those
serving persons with developmental disabilities, have a specified number of beds set
aside for short-term respite. Some examples of such facilities are community residences
(such as group homes and supervised apartments), nursing homes, and state institutions.

Parent Cooperative Services. Parent cooperatives have been developed in
communities, especially rural areas, where respite services are very limited. In this type
of model, families of children with disabilities and/or chronic illnesses develop an

informal association and “trade” respite services with each other. This exchange
program allows families to receive respite on scheduled dates. In most parent
cooperatives, fees are not assessed. This model has proven to be especially effective for
families whose children have similar disabilities.

Respitality Services. Respitality is an innovative concept for providing respite. It
provides a cost-effective partnership between the private sector and respite agencies.
During Respitality, participating hotels provide the family with a room, a pleasant
dining experience, and perhaps entertainment while a local respite program provides
respite either in the family’s home or in an out-of-home respite situation. The
Respitality concept was developed by United Cerebral Palsy of America.



Proposed Respite Care Program Model 36

Hospital-Based. Facility-based respite occurs primarily in hospitals. It provides a safe
setting for children with high care needs. It can be a good alternative for a small
community that has a hospital with a typically low census or a hospital with low
weekend occupancy. Children can receive high quality care while remaining in a
familiar setting with familiar people. In larger communities, a hospital provides the

sense of security parents and caregivers need when considering respite.

Camps. Camp has been a form of respite for many families for many years. Whether or
not a child has a disability, camp can be a positive experience for any child as well as a
break for parents/caregivers. For children with disabilities, chronic or terminal illnesses,
the chance to participate in either an integrated or adapted camp can be life-expanding.
There are many places around the country which offer such experiences, either as day
or overnight camps.
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Implementing Legislation

LEGISLATURE OF THE COMMONWEALTH
Of the Northern Mariana Islands

A BILL FOR AN ACT relating to establishing the Commonwealth Respite Services
Program; and to provide for community respite services programs.

Be it enacted by the people of the Commonwealth of the Northern Mariana Islands,

Section 1. The Legislature finds that:

(1) The Commonwealth may have as many as eight-hundred families providing long term
care at home to family members with a developmental disability, and little or no help
is available to these families;

 (2)Supporting the efforts of families and caregivers to care for individuals at home is
efficient, cost-effective, and humane. Families receiving occasional respite services
are less likely to request admission of an individual to foster care, or other out-of-
home care at public expense;

(3) Respite services reduce family and caregiver stress, enhance family and caregiver
coping ability, and strengthen family and caregiver ability to meet the challenging
demands of caring for family members;

(4) Respite services reduce the risk of abuse and neglect of children, senior citizens, and
other vulnerable groups; and

(5) Coordinated respite services must be available locally to provide reliable respite
services when needed by families and caregivers regardless of where they live in the
Commonwealth.

Section 2. For purposes of Sections 1 to 10 of this Act:

(1) Caregiver means an individual providing ongoing care for an individual unable to
care for himself or herself;

(2) Community respite services program means a respite services program that:
(a) Is operated by a community-based private nonprofit or for-profit agency or a

public agency that provides respite services;
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(b) Receives funding through the Commonwealth Respite Services Program
established under Section 3 of this Act;

(c) Serves an area in one or more of the three Senatorial Districts;
(d) Acts as a single local source for respite services information and referral; and
(e) Facilitates access to local respite services;

(3) Council means the Governor’s Council on Developmental Disabilities;
(4) Noncategorical care means care without regard to the age, income, ethnicity, race,

nationality, special need or situation, or other status of the individual receiving care;
(5) Provider means an individual or agency selected by a family or caregiver to provide

respite services to an individual with special needs;
(6) Respite care means any support options of providing an opportunity for short periods

of relief from constant responsibility for the home care of individuals of all ages with
disabilities and/or children or adults at risk of abuse or neglect;

(7) Eligible recipients means the primary caregivers of target dependents. The
determination of eligibility for services is based on the needs of the family, with
special attention given to the needs of the child and primary caregiver.

(8) Target dependents are children with developmental disabilities residing at home, or
adults with developmental disabilities who reside with aging parents, children and
older individuals who are medically fragile, have developmental disabilities,
dementia, and other conditions and who reside at home of primary caregiver such as
adult children, grandchildren, or other caregiving relative; and

(9) Respite services includes but is not limited to:
(a) Recruiting and screening of paid and unpaid respite care providers;
(b) Identifying local training resources and organizing training opportunities for

respite care providers;
(c) Matching of families and caregivers with providers and other types of respite care;
(d) Providing vouchers, payment, subsidies, loans, grants, and linking families and

caregivers with payment resources;
(e) Identifying, coordinating, and developing community resources for respite

services;
(f) Quality assurance and evaluation;
(g) Assisting families and caregivers to identify respite care needs and resources; and,
(h) Assisting with development of existing or needed facilities for respite care

services.

Section 3. The Council shall provide for the establishment and administration of the
Commonwealth Respite Services Program to develop and encourage Commonwealth-
wide coordination of respite services and to work with community-based private

nonprofit or for-profit agencies, public agencies, and interested citizen groups in the
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establishment of community respite services programs. The Commonwealth Respite
Services Program shall:

(1) Provide policy and program development support, including, but not limited to, data
collection and outcome measures;

(2) Identify and promote resolution of local and Commonwealth-level policy concerns;
(3) Provide technical assistance to community respite services programs;
(4) Develop and distribute respite services information;
(5) Promote the exchange of information and coordination among Commonwealth and

local governments, community respite services programs, agencies serving
individuals unable to care for themselves, families, and respite care advocates to
encourage efficient provision of respite services, reduce duplication of effort and
develop unavailable needed services;

(6) Ensure Commonwealth-wide access to community respite services programs;
(7) Monitor and evaluate implementation of community respite services programs; and
(8) Act to obtain funding from broad variety of sources, including, but not limited to,

legislative appropriation, federal and CNMI grants, loans, community investment,
community donations, fee for service and other lawful means.

Section 4. Implementation

(1) The Council or its designee shall form a nonprofit corporation to facilitate the full and
flexible implementation of the Commonwealth Respite Services Program.

(2) The Council or its designee shall appoint the initial Board of Directors of the
nonprofit corporation to direct the community respite services program on how the
program may best serve the needs of families and caregivers of individuals unable to
care for themselves. Members shall include parents of children with severe

developmental disabilities or medically fragile, individuals with special needs, and
families at risk of abuse and neglect, respite services providers, representatives of
local service agencies, consumers, and other community representatives.

(3) The nonprofit corporation shall employ a Managing Director to administer the
Commonwealth Respite Services Program.

(4) The Council or its designee may accept proposals submitted in the form and manner
required by the Council from other community-based private nonprofit or for-profit
agencies or public agencies to ensure that needed respite services are operated in the
Commonwealth.

(5) According to criteria established by the Council, the Commonwealth Respite Services
Program may designate and fund organizations described in this section to develop

and/or operate community respite services programs.
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Section 5. Respite services made available through the Commonwealth Respite Services
Program shall:

(1) Include a flexible array of respite care options responsive to family and caregiver

needs and available before families and caregivers are in a crisis;
(2) Be sensitive to the unique needs, strengths, and cultural values of an individual,

family, or caregiver;
(3) Offer the most efficient access to an array of coordinated respite services that are built

on existing community support and services;
(4) Be driven by community strengths, needs, and resources; and
(5) Use a variety of funds and resources, including, but not limited to, legislative

appropriation, Council funding, federal grants, CNMI grants, community donations,
private and volunteer resources, in-kind, community investments, user fees, and
others.

Section 6. The Council or its designee is hereby authorized to and shall adopt and
promulgate rules and regulations for the operation and administration of the
Commonwealth Respite Services Program.

Section 7. The Council shall establish the community respite services program in the
Commonwealth on or before October 1, 2001, with respite services made available to all
Senatorial Districts not later than September 30, 2002 with funding appropriated by law.

Section 8. The Council shall be the designated CNMI agency responsible for the
allocation of funding under this Act for all respite care services for families providing
care to individuals of all ages with disabilities.

Section 9. The Commonwealth Respite Services Program may use the funds appropriated
to the program for the following purposes:
(1) The purposes established in Sections 3 and 4 of this Act;
(2) Costs related to developing provider recruitment and training, information and

referral, outreach, and other components of the provision of respite services;
(3) One-time-only startup costs related to the establishment of the community respite

services program; and
(4) Minimum administrative costs for operating the Commonwealth Respite Services

Program.
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Section 10. Revolving Fund.

(1) There is hereby created the Commonwealth Respite Care Revolving Fund
(“Revolving Fund”), which shall be segregated from and accounted for separately
from the General Fund. The Revolving Fund shall be used to carry out the purposes

of Sections 1 to 9 of this Act. The Revolving Fund shall be established as an interest
bearing trust account which, consistent with this Act, may be further segregated into
sub-accounts as needed for the purposes of this Act.

(2) All revenues received by the Council for the purposes of this act, including revenue
appropriated by law, shall be deposited into the Revolving Fund. Expenditure
authority over the Revolving Fund is vested in the Executive Director.

(3) Funds shall be expended exclusively for the specific purposes enumerated in Section
1 to 9 of this Act.

(4) With respect to managing the Revolving Fund and expending moneys from it, the
Council shall be exempt from 1 CMC Division 7, Chapters 1 through 7. The fund
shall be subject to annual audit by the Public Auditor. Not later than 60 days after the

end of the fiscal year, the Executive Director shall report to the legislature with
respect to the funds collected into and expended from the Fund.

(5) This Act shall not be construed as affecting any existing and further legislative
funding appropriation for the administration of the Council. Such funding
determination for the Council shall be made independent of the amount available in
the Revolving Fund.

Section 11. Appropriation and Annual Budget. There is hereby appropriated [Year 1:
$60,000; Year 2: $360,000; Year 3: $360,000; Year 4: $680,000; Year 5: $680,000] for
the Commonwealth Respite Care Program to the Governor’s Council on Developmental
Disabilities. The budget for salaries, contracts, operations, planning, development, and

implementation of the program as provided in this Act shall be submitted annually by the
Council, via the Office of Management and Budget, for approval by the Legislature.

Section 12. Expenditure Authority. The Council or its designee shall be the expenditure
authority. In addition to any other forms of assistance provided under this Act the
Council or its designee is authorized to pay a voucher for the sole purpose of acquiring
respite care services for eligible recipients. Administration of the respite voucher
program, including, but not limited to, establishing financial eligibility criteria and limits
of vouchers, shall be established by rules promulgated by the Council or its designee. The
Council or its designee will act as fiscal intermediary for any or all funds made available
for respite services through a voucher program.
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Section 13. Severability. If any provision of this Act or the application of any such
provision to any person or circumstance should be held invalid by a court of competent
jurisdiction, the remainder of this Act or the application of its provisions to persons or
circumstances other than those to which it is held invalid shall not be affected thereby.

Section 14. Savings Clause. This Act and any repealer contained herein shall not be
construed as affecting any existing right acquired under contract or acquired under
statutes repealed or under any rule, regulation or order adopted under the statutes.
Repealers contained in this Act shall not affect any proceeding instituted under or
pursuant to prior law. The enactment of this Act shall not have the effect of terminating,
or in any way modifying, any liability, civil or criminal, which shall already be in
existence at the date this Act becomes effective.

Section 15. Effective Date. This Act shall take effect upon its approval by the Governor
or upon its becoming law without such approval.
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Nonprofit Corporation

Nonprofit Corporation Charter and Bylaws

NON-PROFIT CHARTER OF INCORPORATION
of

FRIENDS OF RESPITE MARIANAS, INC.

A COMMONWEALTH OF THE NORTHERN MARIANA ISLANDS
NON-PROFIT CORPORATION

TO ALL TO WHOM THESE PRESENTS SHALL COME:

We, the undersigned residents of the Commonwealth of the Northern Mariana Islands, do
hereby associate ourselves together for the purpose of forming a nonprofit corporation
under the laws of the Commonwealth of the Northern Mariana Islands and in pursuit
thereof have filed with the Registrar of Corporations a verified petition to grant to us a
charter of incorporation as a non-profit corporation.

NOW THEREFORE

I. NAME

The name of the Corporation shall be the:

FRIENDS OF RESPITE MARIANAS, INC.

II. OFFICE

The location of the principal office of the corporation shall be Saipan, Commonwealth of
the Northern Mariana Islands, and the mailing address of its initial office shall be P.O.

Box _____, Saipan, MP 96950.

III. PURPOSE

The purposes of the Corporation are to promote, develop and implement any needed
respite care services for families of children and adults with developmental disabilities,
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promoting services by existing and potential service providers, direct service delivery,
obtaining and expending funding, increasing public awareness and support, identifying
respite care needs, developing  needed facilities, and to do all and everything necessary,
suitable, and proper for the accomplishment of any of the purposes or attainment of any
of the objects heretofore set out or mentioned, either alone or in association with other

individuals, corporations, or partnerships, including, but not limited to, the local and
federal bodies and authorities, and, in general, to do and perform such things and acts
and transacts such business in connection with the foregoing objects not inconsistent
with the general laws of this land or the objects and aims of the FRIENDS OF
RESPITE MARIANAS, INC.

IV.

The corporation shall be nonstock, and no dividends or pecuniary profit shall be declared
or paid to the members thereof:

V. DURATION

The duration of the corporation shall be perpetual from the grant of the charter.

VI. OFFICERS

The officers shall consist of a Chairperson, Vice Chairperson, Managing Director,
Treasurer, and Secretary.

The Board of Directors may provide for the appointment of such additional officers as
they may deem in the best interest of the corporation.

Officers shall hold term of office for one (1) year and shall be elected by the Board of
Directors.

The initial officers shall be as follows:

OFFICE HELD NAME ADDRESS CITIZENSHIP

Chairperson
Managing Director
Vice-Chairperson

Treasurer
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Secretary

VII. BOARD OF DIRECTORS

The members of the governing board of the corporation shall be styled Directors.

The number of Directors may from time to time be increased or decreased in such
manner as shall be provided by the By-Laws of the corporation. The officers of the
corporation shall also serve as board members. The first Board of Directors, in addition to
the officers named above, shall consist of persons listed below:

NAME: ADDRESS: CITIZENSHIP:

VIII.

Directors shall hold office for a term of two (2) years and elections of Directors shall be
at the annual meeting of the Board of Directors.

IX.

The corporation shall have all the powers provided by law and shall have the power to tax
member fees pursuant to resolution by a majority of the Board.

X.

 The corporation is not organized for profit. It will not issue any stock, and no part of its

assets, income, or earnings shall be distributed to its members, Directors, or officers,
except for services actually rendered to the corporation and except upon liquidation of its
property in case of corporate dissolution.

XI.

These articles may be amended in the manner provided by law at the time of amendment.

XII.

No part of the net earnings of the corporation shall inure to the benefit of or be

attributable to its members, Directors, officers, or other private persons, except that the
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corporation shall be authorized and empowered to pay reasonable compensation for
services rendered to or for the corporation in carrying out one or more of its purposes.

XIII.

The private property of the members of this corporation shall not be liable for its
corporate debts.

WE DECLARE, UNDER PENALTY OF PERJURY,  that the foregoing is true and
correct and that this declaration was executed on _______at Saipan, Commonwealth of
the Northern Mariana Islands.

_________________ _________________
_________________ _________________

_________________ _________________
_________________ _________________
_________________ _________________
_________________ _________________
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BY-LAWS
OF THE

FRIENDS OF RESPITE MARIANAS, INC.
A COMMONWEALTH NON-PROFIT CORPORATION

ARTICLE I.

The name of this non-profit corporation shall be:

FRIENDS OF RESPITE MARIANAS, INC.

ARTICLE II.

The principle office of the corporation shall be located at Saipan with mailing

address at P.O. Box ____ Saipan, Commonwealth of the Northern Mariana Islands

(CNMI), 96950.

ARTICLE III.

Section 1. Contracts

The Board of Directors may authorize any officer or agent of the corporation in addition
to the officers so authorized by these By-Laws to enter into any contract or execute and
deliver any instrument in the name of the corporation and on its behalf.

Section 2. Checks, Drafts, and Orders

All checks, drafts, and orders for payment for money, notes or other evidences of
indebtedness issued in the name of the corporation, shall be signed by such officer or
officers, agent or agents of the corporation, and in such manner as shall from time to time
be determined by resolution of the Board of Directors. In the absence of such
determination by the Board, such instruments shall be signed by the Chairperson and
countersigned by the Treasurer.

Section 3. Deposits
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All funds of the corporation shall be deposited from time to time to the credit of the
corporation in such banks, savings and loans, or other depositories as the Board may
select.

Section 4. Gifts

The Board of Directors may accept on behalf of the corporation any contribution, gift,
bequest, devise, or grant for any purpose of the corporation.

ARTICLE IV.

The corporation shall keep correct and complete books and records of account and shall
also keep minutes of the proceedings of its Board of Directors and Committees.

ARTICLE V.

These by-laws may be altered, amended, or repealed, and new by-laws may be adopted
by a majority of the Directors present and voting at any regular or special meeting,
provided that at least five (5) days written notice is given to each Director of the intention
to alter, amend, or repeal, or adopt new by-laws.

ARTICLE VI.

Section 1. Board of Directors

The affairs of the Corporation shall be managed by its Board of Directors.

The Board of Directors shall consist of no less than four (4) members and not more than
seven (7) members who shall be elected by the membership of the corporation. The term
of office of each Director shall be two (2) years and until qualification of their successor.
Directors need not be citizens of the United States or residents of the Commonwealth of
the Northern Mariana Islands, but must be a member of the Corporation.

Section 2. Meeting of the Board

The Board of Directors shall have regular meetings at least once a quarter at any place
within the Commonwealth of the Northern Mariana Islands designated by the board and
called by the Chairperson or in the absence of the Chairperson, by the Vice Chairperson,
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provided, however that notice be given at least five (5) days in advance to the other
members of the Board.

Section 3. Quorum

The majority of the members of the Board of Directors shall constitute a quorum to
conduct any business properly before the Board.

Section 4. Board Decisions

The act of a majority of the Directors present at a meeting at which a quorum is present
shall be the act of the Board of Directors.

Section 5. Vacancies

Any vacancy occurring in the Board of Directors shall be filled by the Board of Directors.

A Director appointed to fill a vacancy shall serve for the unexpired term of their
predecessor in office.

Section 6. Compensation

Directors as such, shall not receive any stated salaries for their services, but by resolution
of the Board of Directors, a fixed sum and allowance for expenses, if any, may be
allowed for attendance at any regular or special meeting of the Board. Nothing herein
shall be construed to preclude any Director from serving the corporation in any other
capacity and receiving compensation.

ARTICLE VII.

Section 1. Officers

The officers of the corporation shall be a Chairperson, one or more Vice-Chairpersons, a
Managing Director, a Secretary, and a Treasurer.

The election of Officers of the corporation shall be elected by secret voting in the
meeting of the Board of Directors, with the candidate who receives the largest number of
votes for each position shall be elected of the corporation to said office.

Section 2. Election and Term of Office
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The officers of the corporation shall be elected by the Board of Directors and shall serve
for one (1) year. Any officer may be removed by a majority of the board in any regular or
special meeting when in its judgment the best interests of the corporation would be
served thereby.

 Section 3. Vacancies

A vacancy in any office because of death, resignation, removal, disqualification, or
otherwise, may be filled by the Board of Directors for the unexpired portion of the term.

Section 4. Powers and Duties

a. Chairperson

The principal duties of the Chairperson shall be to preside at all meetings of the Board of

Directors and to have general supervision over the affairs of the corporation. The
candidate for the Chairperson of the corporation shall be a member of the corporation
who has served as an officer of the corporation.

b. Vice Chairperson

The principal duties of the Vice Chairmen shall be to discharge the duties of the
Chairperson and of the Managing Director, in the absence or incapacitation for any cause
whatsoever, of the Chairperson or Managing Director, and such duties as may be
assigned to them by the Board.

c. Managing Director

The Managing Director shall be the Chief Executive Officer of the corporation and shall,
subject to the control of the Board, have general supervision, direction and control of the
business and officers of the Corporation, and shall have the general powers and duties of
management usually vested in the office of the president of the corporation, and shall
have such other powers and duties as may be prescribed by the Board or the By-Laws.

d. Secretary

The principal duties of the secretary shall be to countersign all deeds, leases, and

conveyances executed by the corporation, affix the seal of the corporation thereto and to



Proposed Respite Care Program Model 51

such other papers as shall be required or directed to be sealed and to keep a record of the
proceedings of the board to maintain the records, papers, and documents belonging to the
corporation, or in any way pertaining to the business thereof, except the books and
records incidental to the duties of the treasurer.

e. Treasurer

The principal duties of the treasurer shall be to keep an account of all monies, credits and
property of any kind and every nature of the corporation which shall come into his hands,
and to keep an accurate account of all monies received and disbursed and of money and
property on hands, and generally of all matters pertaining to his office, as shall be
required by the Board of Directors.

The officers shall perform such additional or different duties as shall, from time to time,
be imposed or required by the Board of Directors, or as may be prescribed from time to
time by the By-Laws.

ARTICLE VIII.

The Board of Directors may establish committees and appoint persons as needed.

IN WITNESS WHEREOF, we have hereunto set our hands and seal this

(Day of ____, 200__.

Chairperson Secretary
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Federal Funding Sources for Respite Care

New Programs Enacted and Funded in FY 2001 Related to Respite

National Family Caregiver Support Program

Amended to the Older Americans Act, the new National Family Caregiver Support Act
will provide comprehensive, multifaceted support, including respite, to caregivers of the
elderly, and, to a much smaller extent, to elderly caregivers of adult children with
disabilities, and to grandparents who are the principal guardians of their grandchildren.

Caregivers of Native American elders will also receive support through this program.
States must administer funds through Area Agencies on Aging. In the last hours of the
106th Congress, $125 million was appropriated for this program. Given the current
transition in administration in the Dept. of Health and Human Services, it is unknown
how quickly these funds, or any other funds, will be distributed to states. (CNMI has been
allocated $70,538 for this program.)

Developmental Disabilities Assistance Act Amendments of 2000 (PL 106-402)

This Act, which reauthorizes State Protection and Advocacy Systems, University
Affiliated Programs (which provide a great deal of support to respite services), and State

Developmental Disabilities Councils (which provide support, training and advocacy for
respite in many states), also authorizes a new program under Title II of the Act,
previously funded through the Administration on Developmental Disabilities as a special
project, the “Families of Children with Disabilities Support Act.” This program was
funded at $10 million and will allow the ADD to continue to support state efforts to
implement family support programs in the states.

Child Abuse Prevention and Enforcement Act (PL 106-177)

Earlier in the year, the President signed this Act into law. It amends the Omnibus Crime
Control and Safe Streets Act to allow the use of drug control and system improvement

(Byrne) grants to be used to promote programs designed to prevent child abuse and
neglect (such as crisis respite).

Funding Levels as Enacted in the FY 2001 Labor/HHS/Education Bill
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On December 15th, Congress finally voted on an omnibus spending bill that included FY
2001 appropriations for important programs for children, families, and the aging
population. Child care subsidies and quality improvements, after school programs, school
improvement programs, and Head Start received the most significant increases. Special
Education Grants (IDEA) also received significant increases. IDEA was funded at $6.34

billion, $1.34 billion more than last year.

Title XX Social Services Block Grant

This program funds in-home and out-of home supports for children and the elderly with
disabilities, child abuse and neglect prevention, child care, and other general social
services at state discretion. Funding was set at $1.725 billion, a cut of $50 million from
FY2000, and down by almost a billion dollars from a high of $2.5 billion in 1997.

Child Abuse Prevention and Treatment Act (CAPTA) State Grants

$21.026 million in both FY 00 and FY 01; CAPTA Discretionary Grants: almost doubled
from $18 million in FY 00 to $33.7 million in FY 2001

CAPTA CBFRS Grants

CAPTA Community-Based Family Resource and Support Grants (which consolidated
respite and crisis care services in 1997, but continues to be a small but important source
of start up dollars for respite and crisis care) was level funded at $32.835 million.

Safe and Stable Families - Title IV-B (formerly Family Preservation and Family Support)
saw a small increase of $10 million to an FY 01 level of $305 million.

Adoption Opportunities ($27.4 million), Child Welfare Services - Title IV-B ($292
million) and Child Welfare Training ($7.0 million) were level funded.

Runaway and Homeless Youth (consolidates Runaway Youth and Transitional Living)
which provides shelter and support services for this population was funded at $69
million, up slightly from the funding level in FY00 of $64 million because of the
consolidation.

Abandoned Infants Assistance Act - Abandoned Infants Assistance Act, which support
some respite care for this population was level funded at $12.2 million.
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Head Start received a significant increase of $933 million for a total of $6.2 billion in FY
01.

Early Head Start programs, serving the 0-3 year old population, do provide some funds
for respite care.

Foster Care - Title IV-E funding in FY00 $4.572 billion compared with expected funding
in FY01 of $5.063 billion.

Adoption Assistance - Title IV-E funding in FY00 of $1.020 billion compared with
expected funding in FY01 of $1.198 billion.

Independent Living for teens transitioning out of foster care was level funded at $140.0
million.

Battered Women’s Shelters were increased slightly from FY00 at $101 million to $117

million in FY 01.

Child Care and Development Block Grant. - One of the most significant increases for FY
01 was for child care. Two billion dollars was appropriated, the amount requested by the
President.

Early Learning Opportunities Act. - A new program, which will provide grants to States
to flow to local community councils for a range of quality improvements for early
childhood education programs serving children from birth through age 5; administered by
the US Department of Health and Human Services; States pick the lead State agency.
This new program was funded at $20 million.

Early Childhood Educator Professional Development. - A new program, provides grants
for activities to improve the knowledge and skills of early childhood educators and
caregivers who work in urban or rural communities with high concentrations of young
children living in poverty; administered by the US Department of Education. Funded at
$10 million.

21st Century Learning Centers. Through the Dept. of Education, funds innovative after
school programs (and supports some after school respite programs). Funding was
increased by $393 million for a total level of $851 million.
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Other Important Block Grants

Maternal and Child Health Block Grant. - Maternal and Child Health Block Grant was
funded at $714 million, $5 million above last year’s level. Many of the State programs
for children with special health care needs directly or indirectly support respite services,

information and referral, or advocacy efforts.

Substance Abuse Block Grant. - Substance Abuse Block Grant is funded at $1.725
billion, $50 million less than last year.

The Mental Health Block Grant is funded at $420 million, $64 million more than last
year. In addition, Children’s Community Based Mental Health Services Program, which
allows states to pay for respite for this population, was funded at nearly $92 million, up
$9 million from the previous year.

Administration on Aging. Programs for the aging population administered by the

Administration on Aging also fared well in the FY 01 appropriations bill. Including the
$125 million for the new National Family Caregiver Support Program, the overall budget
for AOA was up $171 million bring the total to over $1.1 billion. Some of the other
programs funded were Congregate and Home Delivered Meals, Protection for Vulnerable
Older Americans, Alzheimer’s Disease Demonstration Projects, and State and Local
Innovations.
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Some Relevant CNMI Grants

Community-Based Family Resource and Support Grants DYS $175,000
Adult Education - Basic Grants To States NMC $316,295

Grants … Education Of Children With Disabilities - Part B PSS $2,980,233

Grants … Education Of Children With Disabilities - Pacific Island PSS $149,233
Talent Search Program NMC $232,222

Upward Bound Program NMC $708,729
Leveraging Educational Assistance Partnership (Leap) Program NMC $312

Vocational Rehabilitation State Grants / Basic Support OVR $788,661
Client Assistance Program For Handicapped Individuals NMPASI $49,962

State Independent Living Services OVR $27,591

Spec Ed - Grants For Infants And Families With Disabilities PSS $387,343
185a Robert C. Byrd Honors Scholarship Program PSS $60,000

Supported Employment Services Indiv w/Severe Disabilities OVR $47,690
Bilingual Ed Support Services / State Grant PSS $100,000

Assistive Technology State Grants GCDD $105,000
Protection and Advocacy Of Individual Rights NMPASI $58,289

State and Local Education Systemic Improvement Grants PSS $134,911

Parental Assistance Program (Goals 2000) AYUDA $80,494
Technology Literacy Challenge Fund State Grants PSS $267,794

Preparing Tomorrow’s Teachers To Use Technology NMC $140,162
Assistive Technology - State Grants For Protection and Advocacy NMPASI $20,000

Consolidated Grants To Insular Areas - Northern Marianas CNMI $4,609,165
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National Respite Guidelines

Respite, temporary relief for families and caregivers, is a service in which care is provided to children with
disabilities, with chronic or terminal illnesses, and/or to children at risk of abuse and neglect. Respite can

occur in the child’s home or in a variety of out-of-home settings, and can occur for any length of time

depending on the needs of the family and available resources. As a vital part of the continuum of services
for families, respite reduces family stress and thereby helps preserve the family unit, supports family

stability, and prevents lengthy and costly out-of-home placements and possible abuse and neglect
situations.

Background

Respite care programs emerged in the late 1960’s as a result of the deinstitutionalization movement with
the belief that the best place to care for a child with disabilities was in the child’s home and the community.

Respite became an essential component in the overall support services that families needed to care for their
child at home.

In the 1970’s another type of respite emerged in the form of crisis nurseries. These nurseries were designed

to provide temporary child care for young children at risk of abuse and neglect, and to offer an array of

support services to the families and caregivers of these children.

Recognizing the effectiveness of respite and crisis nursery services, in 1986, Congress passed the
Temporary Child Care for Children with Disabilities and Crisis Nurseries Act (as amended). This Act

established federal funding for respite and crisis nursery demonstration projects. Administered through the
U.S. Department of Health and Human Services, Administration for Children and Families, Administration

on Children, Youth and Families, Children’s Bureau, competitive grants have been awarded to states since

1988 to assist public and private agencies in developing model temporary care services across the nation.

As more and more respite services are being developed, and interest from local communities is on the rise,
some confusion has arisen concerning the definitions of respite and crisis nursery services. Because the

differences between these two types of temporary care are negligible, and the goals of each are family

support, family preservation, and prevention, professionals and families who use the services prefer a more
generic definition that reflects the philosophy behind the intent of the services.

ARCH  “Access to Respite Care and Help”

ARCH is a National Network and Resource Center designed to create a nationwide system of respite

options that provide temporary relief and support to families and caregivers. In order to meet the needs of

this nationwide system, ARCH provides information, training, technical assistance, evaluation, and
research activities to service providers, families, and states in developing and maintaining respite services.

This work affords ARCH an opportunity to view a range of respite models and programs which
subsequently brings knowledge of quality of respite services. With the large numbers of new programs

springing up across the nation, ARCH believes it is important to establish some guiding principles for
respite programs to follow.
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The National Guidelines

Because of ARCH’s commitment to strengthening and preserving family stability by developing flexible,
affordable respite options that address individual family choice and need, these National Guidelines have

been prepared to assist service providers in developing quality services, and to help families have some
means of discerning the quality of their options.

The guidelines support the philosophy that all families can benefit from temporary intervals of rest and
relief from caregiving responsibilities and that respite should be available to all families who need it. The

guidelines are intended to reflect a family-centered philosophy that recognizes and draws upon family
strengths.

The guidelines are not attempting to set standards or requirements, but merely to establish some guidelines

to assist States and local communities in developing quality respite services that meet the diverse needs of

families. Programs must consult with State, county, and/or local licensing agencies to make sure they are in
compliance, with licensing or certification rules that apply to the type and location of the services.

Respite can be provided in a variety of settings and these guidelines are intended to cover general principles

that apply to all of them. Respite may be offered in the child’s home, a provider’s home, a child care center,

family day care home, group home, or foster home, via community recreation programs or summer camps,
in hospitals, shelters, residential facilities, or facilities designed specifically for the provision of respite

care.

Contributions to these guidelines have been made by families, respite providers, administrative personnel,
licensors, nurses, social workers, educators, government agency personnel, and a host of others. The

common thread among the contributors is the philosophy that all families can benefit from temporary relief

from caregiving without fear of endangering their child or the relationship with their child, and that all
children should receive quality care from competent, caring providers.

I. Family Involvement

Note:   Within this document, “family” has been used to designate the child’s parent or primary caregiver.
This could include biological, adoptive, foster, and extended families.

1.1 Respite programs should involve families in service design and implementation.
1.1.1 Programs should solicit family input regarding service delivery on an ongoing basis (e.g., needs

assessments, service satisfaction surveys, advisory boards).
1.1.2 Programs and families should work together to clearly define family roles and responsibilities

within the services being provided.
1.2 Respite services should be developed so that they are family-centered.

1.2.1 Programs should build on the strengths and resources of families.

1.2.2 Programs should assist families in identifying their particular need(s) for services.
1.2.3 Families should receive appropriate emotional support and reassurance about having their child in

care.
1.2.4 Family preferences for service entry, location, hours, activities and delivery, should be respected

and accommodated to the greatest extent possible.

1.2.5 Families should have access to their children while they are in care.
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1.3 Each family’s unique characteristics should be respected in the provision of respite services.
1.3.1 Each family’s cultural heritage should be acknowledged and respected. Every effort should be

made to incorporate the family’s cultural needs into the respite services.
1.3.2 Diversity in family composition should be acknowledged and supported in the provision of respite

services.
1.3.3 Each family’s spiritual beliefs should be acknowledged and respected.

1.4 Family privacy and confidentiality should be respected at all times by program staff and volunteers.

1.4.1 Programs should only request information that is necessary for the provision and evaluation of
services.

1.4.2 All written records and oral interactions (for example, phone conversations, meetings) should be
kept confidential.

1.5 If specific ancillary services are not available to families within the respite program, families
should be referred to other community agencies that can meet their services needs.

1.5.1 Programs should identify and maintain current information on other community services that

families may find helpful.
1.5.2 Programs should facilitate referral to other services, when requested.

II. Care Needs of Child

2.1 Each child receiving respite services should be treated as an individual, with his or her unique
strengths and needs acknowledged and planned for accordingly.

2.1.1 Children should not be grouped or labeled based on their disability and/or presenting diagnosis.
2.1.2 The care provider assigned to the child should have appropriate skills and sufficient information

about the child to be sensitive in meeting the child’s needs.
2.1.3 Family/child routines and preferences should be respected and maintained whenever possible.

2.1.4 If requested and appropriate, families should be able to receive respite services for all of their

children. If respite is offered outside the family’s home, siblings should remain together or have
access to one another.

2.2 Respite services should be designed to respect each child’s privacy and possessions.
2.2.1 When children are receiving respite care in out-of-home settings, they should be permitted to bring

with them some special personal possessions in addition to their clothes.
2.2.2 A child’s need for privacy should be respected without compromising the child’s safety.

2.3 Children need to be cared for in ways that support their physical, emotional, cultural, spiritual, and

social well-being.
2.3.1 Children should be encouraged to perform physical activities which they have an interest in, which

they are capable of, which they are learning, and which do not compromise their safety.
2.3.2 Children should be encouraged to express their fears, anxieties, frustrations, anger, sadness, and/or

joy with adult support, and without compromising the safety of the child, other children, or the care
provider(s).

2.3.3 Each child’s cultural heritage should be acknowledged and respected. Every effort should be made

to incorporate the child’s cultural needs into the respite setting.
2.3.4 Each child’s spiritual beliefs and practices should be acknowledged and respected. Individual

religious practices should only be encouraged if they are at the request of the child and/or family.
2.3.5 Respite services should support a child’s social development with respect to the child’s cultural and

social history. Children should be provided ample opportunity to engage in social activities with
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other children and adults. Such activities should be developmentally appropriate and should not
compromise the child’s safety.

2.4 Each child receiving respite care should be provided with interesting, creative and developmentally
appropriate activities.

2.4.1 All infants and children should be given stimulation and encouragement to explore their
environment.

2.4.2 Television viewing should be minimized for all age groups. If television is viewed, programming

should be developmentally appropriate, and the care provider should interact with the child and
provide companion activities to enhance the experience.

2.4.3 While in respite care, infants and children should have a structured schedule to help them feel
secure. Periodic free play sessions with options and choices for children should be part of the daily

schedule.
2.4.4 Care should be given to see that children cared for in mixed age groupings do not become bored

with activities above or below their developmental level. Every child needs to experience

competencies and challenges that enhance self-esteem.
2.5 Each child receiving respite care is entitled to good nutrition.

2.5.1 Family/child food preferences should be respected in planning and providing for each child’s
nutritional needs.

2.5.2 USDA nutritional guidelines should be followed for all age groups.

2.5.3 Meals should be attractively presented, occur regularly and frequently, and should never be limited
in quantity (unless under physician’s orders), withheld, or forced.

2.5.4 Meals should provide a socially pleasant environment and care providers should eat with children.
2.5.5 Children should be encouraged to feed themselves as independently as possible.

2.5.6 Infants should always be held for bottle feedings and spoken to while being fed.
2.6 Children receiving respite care are entitled to experience good hygiene and any needed health care.

2.6.1 Children should be bathed and dressed in clean, appropriate clothing and should be shown respect

in the process.
2.6.2 Children should have daily dental hygiene.

2.6.3 Children’s hair should be clean and free of lice, and should be brushed and combed as well. A
child’s hair should never be cut or hair style altered without parental permission. Special hair and

skin care should be available for children who need it.
2.6.4 Pertinent medical information should be solicited and kept by the service agency and/or respite

provider.

2.6.5 The service agency and/or respite provider should have information on contacting the family in the
event of an emergency. When an emergency occurs, the family should be contacted immediately.

2.6.6 A signed consent by the family (primary caregiver; legal guardian) should allow for immediate
medical emergency treatment in the event of an accident or illness while the child is in care.

2.6.7 Prescription medication that needs to be administered to the child by the provider should be
administered only with the written consent of a parent or guardian and under applicable state laws.

If the child receives medical attention while in care, written permission to administer medications

in accordance with the prescription should be obtained from the physician prescribing medications.
Documentation should include date, time, dose, and name of the person who administered the

medication. A copy of the medication documentation should be given to the parent/guardian when
the child leaves care.

2.6.8 Families should be assisted in accessing any needed health care for their child, if appropriate.

2.7 The respite care setting should be clean, safe, and free of hazards for children.
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2.7.1 Children should be free to explore an environment that is free of safety hazards. (For example, a
toddler should not be exposed to a play area that includes tiny toy pieces that could end up being

choked on or swallowed).
2.7.2 Children should be supervised by an adult at all times while in care.

2.7.3 Children should be protected from physical, sexual, and emotional abuse by other children and care
providers.

III. Care Providers

Note: The information presented in this section and the sections that follow is pertinent for providers
working within a formal respite program which is administered by an agency. Some of the information

included may also be appropriate for providers who provide respite services as independent contractors or
as part of a generic community service (i.e. parks and recreation program), or who provide respite more

informally (i.e. volunteer program, parent co-op). In situations where cash assistance is provided for family

members to locate, train, and hire their own provider, then the family may want to directly address some of
the guidelines in this section.

3.1 Recruitment campaigns for providers should be carefully planned to encourage potential providers

to respond to the need for respite.

3.1.1 Families should be encouraged to identify providers whenever appropriate.
3.1.2 Efforts should be made to recruit providers from ethnic and cultural groups similar to the families

being served.
3.1.3 Efforts should be made to recruit providers representing both male and female role models for

children.
3.1.4 Efforts should be made to recruit providers who live in areas easily accessible to families.

3.2 Because providers are the key to successful programs, it is important to thoroughly assess their

qualifications and character.
3.2.1 Providers should be of good moral character and have no record of committing crimes against

children.
3.2.2 Providers should be knowledgeable about child development and developmentally appropriate

activities.
3.2.3 Providers should have experience working with the population of families and children they are

serving (i.e., families of children with disabilities, chronic or terminal illnesses; families in crisis)

and demonstrate compassion and understanding.
3.3 Paid staff should be paid a worthy wage for their work.

3.3.1 Respite programs should make every effort to pay providers wages appropriate to their level of
experience and the type of care they give.

3.3.2 Whenever appropriate and possible, providers should receive benefits such as health insurance, paid
sick and vacation days, and a retirement package.

3.4 Whether performing their work in the company of co-workers or in the isolation of their home or

the family’s home, providers should have access to peer support for the difficult and challenging
work they do.

3.4.1 Regular staff meetings and inservice training should be available to all providers.
3.4.2 An administrative staff person should be assigned the duty of maintaining consistent and ongoing

contact with providers to answer questions, listen to their grievances, and share in the joys of

providing respite services.
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3.4.3 In case of emergencies while a child is in care, providers should have access to an administrative
staff person at all times.

3.5 Providers and volunteers should receive preservice training, as well as regular inservice training on
topics relevant to their work.

3.5.1 Family members should be involved in determining training content and in assisting in the training
of providers. Training could involve formal group presentations, as well as direct training of

providers by family members in the home.

3.5.2 Providers should receive training which not only enhances their skills, but it lets them know they
are a valued member of a team, worthy of receiving information to improve the quality of their

work. Whenever possible, providers should be involved in determining the training and in assisting
in the presentation of training.

3.5.3 Providers should receive training prior to giving care to children. Training should be individualized
to meet the needs of providers. In some situations, providers may already possess the requisite

skills and background. In general, the following topics should be included in training for providers

caring for children. Additional topics may need to be added in specific circumstances.

* Overview of respite services
* Confidentiality

* Policies and procedures for the respite program

* Child development
* Conditions of children which providers are likely to encounter, such as disabilities, chronic or

terminal illnesses, and children at risk for abuse and neglect
* Emergency procedures (First Aid, CPR, program emergency protocols)

* General information about the spread of infectious disease, and universal precautions to be used
in the care of children to avoid the spread of disease

* Behavior management; what behaviors to expect from children with disabilities and chronic or

terminal illness and/or children whose family is experiencing crisis; managing children with
difficult behaviors

* Effective ways to work with families of children with disabilities and chronic or terminal
illnesses and/or families in crisis

* Program procedures for the administration of medication and other health related tasks; special
hair and skin care

* Cultural diversity and sensitivity

* Child abuse and neglect detection and reporting protocol
* Crisis intervention; issues in domestic violence and substance abuse

* Planning and preparing developmentally appropriate activities; maintaining appropriate routines
and schedules for children

3.5.4 Providers and programs should exceed state licensing requirements, as needed, in determining the

ratio of children to providers to meet the special needs of particular children.

Children in respite care frequently have additional needs for assistance and supervision. Providers can more

readily respond to those needs if they have only a few children in their care. It is recommended that the
adult/child care ratio be determined by the individualized needs of each child. In practice this will mean

that some care will be appropriately provided in small groups, and, in some instances, care will be provided

on an individual basis.
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IV. Community Involvement

4.1 Respite service options should be developed and provided within the context of the family’s

community and its unique characteristics. When planning and providing respite services, programs
should conduct a survey of community resources and needs. This process serves to gather

information, educate the community about respite service options, and foster collaborative

relationships.
4.1.1 Programs should conduct outreach activities through phone calls, mailings, and meetings to

determine what services are currently available within the community and what gaps and needs
exist. A broad array of community agencies should be contacted.

Examples of organizations that might be included are: human service agencies, parent groups,

disability organizations, schools, health agencies, child care centers, family day care providers,

recreation programs, summer camps, group homes, residential programs, local government,
hospitals, clinics, shelters, substance abuse treatment programs, crisis intervention agencies,

business, religious and community service organizations.

4.1.2 Generic community programs should be contacted to determine if they are currently providing

services to families of children with disabilities and chronic or terminal illnesses and/or families in
crisis. When necessary, generic programs should be educated about the Americans with Disabilities

Act (ADA) and families in crisis, and provided with resource information and technical support.
4.1.3 Agencies already known to provide respite services to these populations should be contacted for

updates and consultation regarding new programs.
4.2 Once it is clear what community services are available and what gaps exist, then respite programs

should plan their service development to meet specific needs. Community service coordination and

collaboration should be built into program development and service delivery plans. Communities
should plan an array of respite service options to meet the changing and diverse needs of families.

4.2.1 Information should be maintained on all agencies providing respite services.
4.2.2 Information should be solicited and maintained on all agencies providing additional services to

families of children with disabilities and chronic or terminal illnesses and/or families in crisis.
4.2.3 Each respite program should provide other community agencies with relevant information about

their program, such as the population served, program description, and referral procedures.

4.3 When planning and providing services, respite programs should collaborate with other agencies and
parent/family organizations to enhance service provision.

4.3.1 Service options should be developed which meet the needs of families who are unserved or
underserved and which interface effectively with existing service systems, programs, and existing

natural supports.
4.3.2 Programs should engage in interagency collaboration to enhance the array of respite services, thus

providing families with appropriate choices and options.

4.3.3 Respite programs should consider collaboration on training, funding, sharing technical expertise
and support, and the development of multiple community service options.

4.4 Programs should develop plans to include marketing and fundraising goals. The ability of an
organization to continually adjust its services to meet consumer needs is key to its survival.

4.4.1 Programs should develop a mission statement.
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4.4.2 Goals, objectives, and action plans should be established to determine the program’s role in the
community.

4.4.3 The respective needs of primary and secondary consumers should be analyzed continually and
adjustments should be made accordingly.

4.4.3 Programs should have a well developed promotional campaign as a result of their marketing efforts.

V. Service Delivery

5.1 Respite services should be “family friendly” and easy to access. It should be clear to families what

they need to do to receive services (e.g., who to call, paperwork, eligibility).
5.1.1 Programs should have one point of entry for families to access services (e.g. help line, referral

agency, case management).
5.1.2 Programs should make the entry process clear to families and simple to follow.

5.1.3 Programs should have guidelines for eligibility, selection, and priority for services.

5.1.4 If necessary, programs should maintain a waiting list and provide respite services to those families
as soon as possible.

5.2 Respite services should be planned and developed so that a variety of family needs can be met.
Service options need to be flexible and responsive to the changing needs of families.

5.2.1 Services should be available during the day, for overnight care, and for longer periods of time, if

necessary.
5.2.2 Services should be made available in generic community settings where families receive other

services, whenever possible.
5.2.3 Services should be made available on a planned or immediate basis, to be responsive to family

needs. Families should have a choice of provider and should be able to request a change in
provider.

5.3 In order to offer families a range of service options which will meet their current and future needs,

communities and programs should provide service options that address the needs of families.
Respite services could include the following:

 
* An in-home program, where services are provided in the family’s home or a care provider’s

home
* A center-based program, where families bring their child to a facility in their community to

receive respite care

* A child care setting, such as a child care center or a family day care home, which is designed
to provide respite care in addition to their regular child care services

* Recreational programs provided through parks and recreation departments and Park and
Recreation agencies, which provide recreational programs that offer families respite breaks

* Generic community programs where children receiving respite services are integrated into
programs provided for all children

* Summer camps that provide day time or overnight options

* Residential and group home programs
* Licensed foster homes for children

* Emergency shelters for children and shelters for the homeless
* Hospital-based programs

* Cash assistance or parent subsidies so families can pay for and access respite care options of

their choice
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* Registries that list providers so families can make their own decisions on choice of providers

5.4 In addition to respite care, many programs provide additional related services to enhance the respite
experience and to meet other needs that families may have. Agencies should facilitate each family’s

awareness of, and access to, additional services within the agency, and from other agencies or
sources. These services could include:

 

* Transportation
* Parent education

* Parent, sibling, and family support groups
* Counseling and therapy services

* Case management or service coordination
* Early intervention services

VI. Administration

6.1 An advisory committee or board should be established to provide oversight for respite programs.
Representation should include family members, community members, and professionals involved

in human services.

 Depending on program needs, it may be helpful to include an attorney, accountant, health care
professional, child care provider, psychologist, or other relevant community members. Whenever

possible, it is desirable to have a board member with professional expertise and experience in
marketing. If an advisory committee or board is already in place, a representative or subcommittee

should be assigned to address relevant program issues.
6.2       Program mission and philosophy statement

* Types of services available

* Standards of care for children receiving services
* General emergency procedures (e.g. medical, home or facility)

* Family and child rights and responsibilities
* Family confidentiality

* Program entry and departure procedures
* Record keeping

* Medication administration and other health related tasks

* Transporting children
* Staff behavior and expectations

* Staff communication
* Staffing ratios

* Staff job descriptions
* Other program specific topics

6.3 Respite programs should develop a risk management plan to address quality of care and liability
issues.

6.3.1 Programs should develop policies and procedures which describe all program services, staff
responsibilities, and operating procedures as outlined in the previous section.

6.3.2 Programs should develop a risk management plan, to include the following steps:



Proposed Respite Care Program Model 66

* Identify the risks for providing services through the program.
* Analyze and evaluate the risks.

* Control or reduce the risks.
* Protect the agency and the consumers of its services.

* Address any risk management failures to avoid future problems.

6.3.3 Programs should consult with an attorney to review all policies and procedures, as well as the risk

management plan.
6.4 Respite includes a broad array of service options, some of which are licensed and/or regulated.

Many respite programs are currently licensed and/or regulated through other program categories,
such as child care, residential care, emergency shelter care, home health care or foster care. Respite

programs have a responsibility to be aware of and to be in compliance with the specific state
licensing requirements that may govern their activities.

6.4.1 Programs should contact their state and local agencies which license family child care, center child

care, residential care, emergency shelter care, home health care and/or foster care to determine if
any of their program services require licensing.

6.4.2 Home and center based programs should ascertain whether the health department and fire
department need to inspect the premises on a regular basis.

6.4.3 The child’s family should be made aware of whether or not the service provided falls under state

licensing requirements.
6.5 Many respite services are provided through interagency efforts. In some instances a particular

agency employs the care provider. Other times the care provider may be an independent contractor
(i.e. self employed) or the family may choose and employ the provider.

6.5.1 Respite programs which contract with providers to care for children in their homes or the family’s
home, should inform them that as independent contractors they must comply with IRS code

requirements for the self employed. All federal, state, and local taxes must be paid by the

independent contractor.
6.5.2 When family members directly hire their own care provider, they act as an employer, and provide

payment for services, agencies involved in providing funds and/or training providers should make
families aware of (applicable) requirements of IRS Publication 926 - Employment Taxes for

Household Employers.

VII. Evaluation

7.1 Program evaluation serves as a useful tool to monitor the success of the program in relation to its

mission and goals, and can be used to provide “objective” detailed explanation of accomplishments
which is useful for attracting consumers, furthering collaboration and obtaining funding.

 Evaluation should start when services begin and continue throughout the duration of the program,
as it is useful in improving services and service delivery. Evaluation information is also critical to

the funding source, and should be carefully planned to answer key questions.

7.2 Respite programs should systematically conduct evaluations of their service delivery.
7.2.1 Minimally, the following data should be collected and evaluated on a regular basis:

* Consumer satisfaction with services

* Units of service (numbers of children and families served; hours/days of care)

* Ethnicity of families
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* Requests for service and waiting lists
* Costs of services

7.2.2 Ideally, programs should evaluate the following:

* Reasons families are seeking services

* Impact of services on family stress and quality of life

* Family requests for service changes, expansion, and new service development
* Family involvement in services

* Staff satisfaction
* Program cost-effectiveness

* Impact of the services on the community
* Special activities (public awareness; fundraising)

 (End)
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1999 National Respite Network

Executive Summary

Under its contract with the US Department of Health and Human Services, Administration for Children,

Youth and Families, Children’s Bureau, the ARCH National Respite Network and Resource Center for
Respite and Crisis Care Services conducts an annual survey of respite and crisis care providers in its

national network. In August 2000, ARCH distributed surveys to the 261 members of the National Respite
Network and received 70 responses for a 27% response rate.

The great majority of 70 respondents (93%) said their agency provides respite care services, while fewer

programs (37%) reported that they provide both respite and crisis care services, and only 3% said they

provide crisis care alone. Three respondents (4%) indicated that they do not offer direct services for either
respite care or crisis care. Instead, these programs provide information, referrals, technical assistance,

training, and vouchers for respite and crisis care programs.

Seventy-one percent of these respite and crisis care programs have significant experience in the field since
they have been operating for the last 6-46 years. Independent non-profit organizations comprise the most

common type of agency administering respite and crisis care services among survey respondents. Most

respondents (70%) replied that their agencies work in multiple settings. In addition, families that access
respite or crisis care can often receive comprehensive services from the same provider for a wide variety of

needs, including case management, sibling care, counseling, and parenting classes. Surveys indicate that
although respite and crisis care programs support people of all ages, the majority focus on children and

their families. Overall, respite only programs are more likely to serve adults than programs that also offer
crisis care. Survey results show that 76% of respite only providers support clients over the age of 21 as

compared to 25% of crisis/respite providers.

Almost half of all survey respondents ( 49%) said that they provide care to clients who do not speak

English. In particular, the majority of these programs (91%) serve Spanish-speaking clients. Other
languages listed in returned surveys include Hmong, Russian, Korean, African dialects, Romanian,

Tagalog, French, American Sign Language, and Braille. A significant difference exists between programs

that provide respite care only and those that offer both respite and crisis care services. Thirty-nine percent
of respite only providers said they serve clients who do not speak English as compared to 68% of programs

that also offer crisis care. Given the specific needs of non-English speaking clients, 26% of all respondents
have translated program materials into foreign languages.

Respite programs help families prevent crisis by reducing stress. They allow caregivers to take a break

from caring for children or dependent adults with serious medical or emotional conditions or disabilities.

Respite clients include, among others, people with developmental disabilities (89%), mental retardation
(84%), and autism (82%). These programs serve most of their clients in their home (79%) or in the home of

the service provider (59%) at an average cost that is less than $13.00 per hour. Respite clients are most
likely to live in two-parent households (48%) and represent all income levels.

Crisis care programs provide basic services to families in imminent need. They frequently offer both

emergency services (81%) and 24-hour care (96%). Crisis care clients tend to live in single-parent

households (56%) with very low incomes. For example, providers estimate that 75% of families using crisis
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care earn less than $15,000 annually. Although both respite and crisis care providers support families of
people with disabilities, the surveys demonstrate that programs that provide crisis care emphasize different

types of needs than programs that only offer respite care. Crisis care respondents listed potential abuse or
neglect (89%), a history of abuse or neglect (82%), or attention deficit disorder (82%) as common

characteristics of their clients. In addition to family and provider homes, crisis care clients can frequently
access services in residential facilities. The average estimated cost of programs providing both crisis and

respite care is approximately $18.00 per hour.

Of the 51 programs that responded to the survey, respite providers reported serving 9,604 families during

the year. They reported delivering 1,216,866 hours of service for an average of 23,860 per program. Crisis
care providers reported serving 4,056 families in 1999. Crisis care programs, which often provide 24-hour

care, supplied significantly more hours than planned respite care agencies. The 17 crisis care programs
reported 889,100 service hours during the year, for an average of 52,300 hours per program.

Both respite and crisis care providers worked to minimize the number of families on their waiting lists as
well as the number of families turned away. Consequently, 71% of crisis care programs and 40% of respite

care programs had no families on their waiting list at the time of the survey. In addition, 40% of both
respite and crisis care programs reported that they did not deny services to anyone who requested help in

1999. Despite their efforts, the demand for services exceeded its availability and many programs reported

long waiting lists and turning away families.

In general, respite programs had longer waiting lists than crisis care programs-an average of 26 compared
to 2 families. In contrast, individual crisis care programs had a much higher average number of families

denied service than respite programs-141 families turned away in 1999 compared to 23 families who
sought respite care. These numbers reflect the different types of services provided by respite and crisis care

programs. Respite programs can maintain longer waiting lists because their clients elect to receive services,

and are not usually experiencing a crisis. Crisis care providers serve clients with short-term emergency
needs, many of whom cannot wait for services. The nature of service upon demand requires crisis care

programs to turn away clients when they cannot meet the overall need in their area.

Survey responses indicated that respite and crisis care programs financed their programs through multiple
sources. On average, funding from state, county, and city streams covered 46% of program expenses. The

federal government contributed 25% of funding for respite and crisis care. Finally, private funds and user

fees constituted 24% of local program operating costs. Programs gathered the remaining 5% from other
sources.

The full report is available from ARCH. www.chtop.com/sources
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Respite for Families with Children Experiencing a
Serious Emotional Disturbance

Background

In 1982, Jane Knitzer in her book, Unclaimed Children, noted that two million of the three million children

and youth experiencing a serious emotional disturbance, and their families, in this country were not
receiving adequate services. Ten years later, the percentage of families receiving services has not increased

substantially. According to The National Mental Health Association and The Federation of Families for
Children’s Mental Health (1993), 66 - 80% of children with a serious emotional disturbance are not

receiving appropriate services. For many families, the only means of getting services has been to give up
custody of their child or place their child in an institution. The cost to families and society for this approach

has been high.

According to a 1992 survey by the National Mental Health Association, the highest priority for better

serving this population of children is to develop a range of appropriate school and community-based
service options for children with serious emotional disturbance in all communities. (In particular, intensive

community and family-based services, after-school programs, summer programs and respite care [Editor’s
emphasis].)

Respite, temporary relief for caregivers and families, should be provided as a regular component of family
support services. As such, respite can be provided to families on either a planned or emergency basis.

Respite allows families the time they need to renew their energies and continue caring for their children at
home.

Since the writing of Unclaimed Children, research and training has continued to demonstrate that these
children and youth have legitimate and long-ranging mental health needs. It behooves the service delivery

system to acknowledge the needs of families with a child or youth experiencing a serious emotional
disturbance and then work with them, and on their behalf, to provide individualized, flexible, family-driven

services.

Definition

Section 1912(c) of the Public Health Service Act, as amended by Public Law 102-321 defines children with

a serious emotional disturbance as those who

1) are from birth to age of majority,
2) have had a diagnosable mental, behavioral, or emotional disorder of sufficient duration to meet

diagnostic criteria specified within the Diagnostic and Statistical Manual of Mental Disorders: DSM-

III-R,
3) that has resulted in functional impairment which substantially interferes with, or limits, one or more

major life activities.

According to the Center for Mental Health Services, functional impairment is defined as difficulties
that substantially interfere with or limit role function in one or more major life activities. This may
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include an inability to eat, bathe, or dress oneself, or an inability to function effectively in social,
family, or educational contexts.

Characteristics

The National Information Center for Children and Youth with Disabilities (NICHCY) has identified the

following characteristics and behaviors as typical of children with emotional disturbances:

* Hyperactivity (short attention span, impulsiveness)

* Aggression/self-injurious behavior (acting out, fighting)
* Withdrawal (failure to initiate interaction with others, retreat from exchanges or social interaction,

excessive fear or anxiety)
* Immaturity (inappropriate crying, temper tantrums, poor coping skills)

* Learning difficulties (academically performing below grade level)

In addition, children with the most serious emotional disturbances may exhibit distorted thinking, excessive

anxiety, bizarre motor acts, and abnormal mood swings.

It is important to note that many children who do not have an emotional disturbance may display some of

these behaviors at different points in their development. The fundamental difference is that for children
who have a serious emotional disturbance these behaviors continue over a long period of time

demonstrating an inability to cope with their environment or peers.

Family Considerations

Families of children and youth experiencing a serious emotional disturbance may have difficulty accessing

appropriate and timely services, particularly respite, due to the difficulty in finding appropriately trained
respite providers. Respite providers need to know

* The characteristics of a serious emotional disturbance (from depression to manic behaviors)

* Behavior management principles and strategies;
* How to prevent escalation (not just how to de-escalate)

* Strategies to help prevent as well as manage a crisis situation (from aggressive acting out behavior to

harming self or others to suicide attempts)

The high level of commitment, time, and energy required to provide constant supervision to these children
should be explained to respite providers from the start.

Accessing respite and other family support services may also be hampered by the fact that children with

serious emotional disturbances do not look “different” from other children. It is their behaviors that draw

the attention. Young children with a serious emotional disturbance may be considered “bratty” or irritating.
However, as children get older they are viewed as unruly, delinquent, out of control, mean, and even

dangerous. The perceived cause is that they have not been taught or “made” to “mind,” show respect, or
learn responsibility. Providers and others need to understand that the behaviors are a symptom of the

child’s illness, not a result of poor parenting.
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Unfortunately, families of children and youth with serious emotional disturbances have been blamed and
held responsible for their child(ren)’s behavior. It is important for the community to understand that these

families are doing the best they can under difficult circumstances. Because of this tendency to blame
families, families often do not trust the human service system, and as a result, may not be perceived as

cooperative and caring. It is important to recognize that families are often grieving over the loss of dreams
for their child(ren).

Given this history with the service system, it is critical that families with children or youth experiencing a
serious emotional disturbance be included in the development of services. Family participation can range

from the development of their own child’s service plan as an equal partner on their child’s treatment team,
to service delivery and service system assessment activities, to membership on statewide policy and

planning groups.

Program Considerations

Referral Process

The definition that a program chooses will be the pivotal piece for determining if respite and/or other

family support services are appropriate for that specific child/family. Programs may want to include in their

intake procedures such questions such as these:

* Where is the child/youth currently living (i.e., natural or adopted family’s home, foster home, etc.)?
* Is the child/youth eligible for respite or other services from other programs?

* Is the child/youth already receiving services and if so, what are they and who is delivering them?
* Is the child in imminent risk of removal from his/her home, in other words, is this a crisis situation?

Respite programs should receive referrals for respite from all participants in the local service delivery
system: mental health, social and rehabilitation services, medical services, public schools, and families.

Some programs may want to use an interagency team (consisting of representatives of all referring parties)
to screen the referrals for appropriateness and then triage for delivery of respite.

In addition, a local interagency team can serve in an advisory board capacity to a respite program. In that

role, the team may want to include a representative of the mental health agency. With this composition, the

team can monitor the operation of the respite program, expanding on its successes and identifying the
ongoing needs of the program. This team can also develop policies for the local respite program.

Matching of Respite Providers and Families

To insure the continuity of care, the matching of respite providers and families is critical. An effective

matching process may take as many as three stages.

* The first stage is to make a match on paper. The strengths, interests, and values of the child and

family are matched to the respite provider pool.
* In the second stage, the match is made in the home on a trial basis. This provides an opportunity for

the child, family, and respite provider to gain familiarity and security with each other. It also sets up a

flow of dialogue between the family and respite provider and follow-up dialogue with the respite
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coordinator. Perhaps most importantly, it allows the respite provider to be trained by the family in
their own environment.

* The third stage concludes with a final match. Based on the information gathered from the
application(s) and the success of the trial match, the final match between respite provider, child, and

family is made. It is important that family members feel comfortable with the provision of care and
that the respite provider feel comfortable and capable of managing the child’s behavior. If either the

family or respite provider is uncomfortable, it is best for all concerned to assign a different respite

provider to the family.

Liability

Liability is a concern for both families and respite providers. Due to the intense needs of children and youth
experiencing a serious emotional disturbance liability concerns escalate, particularly around behavioral

issues.

Respite programs may want to consider the following strategies regarding this issue:

* First, it is important to decide if respite providers are to be employees of the provider agency or

independent contractors. Agency employees will have to be covered under the umbrella of the

agency’s liability policy. In addition, it will be necessary for the respite program to provide on call
emergency backup.

* Second, regular supervision by a respite coordinator will help to minimize crises and unforeseen
situations. Regular supervision will also reduce respite provider burnout and turnover.

* Third, the provider agency may want to obtain release of liability forms signed by the family. While a
waiver of liability is unlikely to provide protection in a court of law, it does give families and

programs an opportunity to discuss the potential for accidents to occur during the provision of respite

services.
* Fourth, the respite coordinator may want to inquire if any of the participating families carry liability

coverage under their homeowner’s policy.

Training

It is important for respite programs to incorporate family perspectives during the training of respite

providers. While potential respite providers may have had some experience working with children and
youth experiencing a serious emotional disturbance, it is rare that their experience has taken them into a

family’s home over an extended period of time. It is a different dynamic when the service is delivered on
the “family’s turf.” There are fears and expectations held by both the family and respite provider. While it

may be the respite provider’s first time in that home, it may be one of a dozen times the family has had an
outsider intrude on their privacy.

To address some of these anxieties, it is recommended that a team approach be used in the training of
respite providers. A mental health professional and a family member can co-facilitate the training and use

service providers, siblings, and other family members as needed. As respite providers are assigned to
particular families, it will be important for the family to provide information that is specific to their child’s

behavioral needs.
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An ongoing discussion regarding confidentiality and boundary issues between family and respite provider
needs to be woven throughout the training of respite providers. Because having a child with a serious

emotional disturbance is often blamed on the style of parenting that child receives, a family may feel they
are under the microscope of the personnel and agencies from whom they receive services. Having a respite

provider come into a family’s home can feel intrusive and family members may feel violated. It will be
important for respite providers to remember that things they see or hear in a family’s home should not be

shared with anyone (with the exception of issues of abuse or neglect). Establishing a level of trust between

child, family, and respite provider will enhance the care that child receives and insure a trusting and
meaningful relationship.

In addition, respite providers need to remember that their role is to provide a break for the family while

establishing friendships with the children. The role of respite providers is not to “fix” what they perceive as
deficient or wrong with the family. For example, if a family maintains a standard of living that does not feel

appropriate or comfortable to the respite provider, it is not the role of the respite provider to try to enhance

or raise that standard of living to their own satisfaction. That is an intrusion of the family and beyond the
boundary of delivering respite. Of all issues covered regarding the delivery of respite care, issues of

boundaries and confidentiality are violated most often. For this reason, it is critical to address these issues
thoroughly throughout any training and supervision.

A basic training for respite providers should, at a minimum, cover the following areas:

* Overview of respite for children with serious emotional disturbances
* First Aid and CPR

* Defensive driving (if children will be transported-certification recommended.)
* Overview of psychotropic medications and administration procedures

* Emergency medical procedures and emergency protocols

* Behavior management and strategies
* Non-violent physical crisis intervention (restraint-certification recommended)

* Planning and providing quality activities for children
* Working with families

* Occupational Safety and Health Administration (OSHA) standards
* Liability issues

* Burnout prevention

* Confidentiality
* ADA

Evaluation

As is the case for all types of respite programs, evaluation is a critical component when providing service to

children and youth experiencing a serious emotional disturbance. As mentioned earlier, this group of

youngsters has been severely under identified and under served. Longitudinal data needs to be developed to
support the importance of respite for children with serious emotional disturbances, and the benefit to their

families.

The evaluation of a respite program may take a two-prong approach. On one level, the local program

collects ongoing data regarding use of the service. The data collected may include an ongoing evaluation of
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family, child, and worker satisfaction with the respite service; demographic characteristics of families who
use and workers who provide respite; characteristics of the children/youth receiving the service; the hours

of respite provided; and numbers of families on a waiting list. It is imperative for respite programs to
develop a uniform method for tracking the number of families waiting to receive respite and the length of

time they are on a waiting list. This is an invaluable piece of information in demonstrating the need to
expand and enhance the program’s capacity to provide respite.

Second, an outside (independent) annual evaluation may be desired. The independent evaluation can collect
the agency’s ongoing data and present it in a format that will educate and motivate legislators and other

potential funding sources to recognize the value of respite in maintaining family stability.

State Administration

It is helpful to have a state planning committee working to insure the continuation of respite for children

and youth experiencing a serious emotional disturbance and their families. The planning committee should
be comprised of representatives of those agencies that serve children and youth experiencing serious

emotional disturbances and their families (mental health, social and rehabilitation services, medical
services, public schools, and family members). The committee will receive, analyze, and disseminate

evaluation information collected by local respite programs. The committee should also develop a long-

range strategic plan for the continued funding and delivery of respite based on the results of the evaluation.
The committee should also see themselves as educators to the legislature and community at large on the

need and benefit of respite to families of children and youth experiencing a serious emotional disturbance.

Summary

Children and youth experiencing a serious emotional disturbance and their families have long been under

identified and under served. Some parents of children with a serious emotional disturbance have been
forced to give up custody of their child in order to obtain needed services, and in some states, residential

placements may be a great distance from the child’s home—sometimes out of the state.

Because these children and youth often do not look psychologically deficient, expectation from service
providers and the community at large is high. When the children do not meet these expectations, the blame

may be inappropriately placed on their families. Respite can prevent a child or youth from being

institutionalized and thus, separated from his/her family and community, but respite needs to be flexible,
fluid, creative, and unconditional. In addition, families need to play an integral part in designing and

implementing the program.
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 Sample RFP for Respite Services
Contracts-

Temporary Child Care for Children with Disabilities and Chronic Illness

SOURCE: Texas Department of Health (TDH)

RFP DUE: 12/20/96

PURPOSE: One contract will be awarded to provide respite care services to families with children who are

medically fragile or medically complex in Harris County. The proposal seeks applicants to continue the
development of a prototype respite service in Harris County to meet the unique needs of families who have

children, ages 0-21, with special health care needs who are medically fragile or medically complex and

who are on waiting lists for respite services. Priority will be given to nonprofit agencies and organizations
which have experience in working with children with disabilities, terminal or chronic illness, and their

families. The project is intended to maintain the family unit, to strengthen the parent-child bond, and to
alleviate social, economic, and financial stress for these families. The project will be funded at approx.

$100,000.

SOL #: Not applicable.

CONTACT: Wanda Hamm, Bureau of Children’s Health, Texas Department of Health, 1100 West 49th

Street, Austin, Texas 78756-3179, (512) 458-7111, ext. 3069.

From Texas Register, 11/22/96, p11413
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The Partners Plus Workshop

Caring for Children with Special Needs

Finding a babysitter is usually a routine chore for most families with young children. But
parents of children with special needs often have a hard time finding caregivers who are
knowledgeable, comfortable, and available to care for their child with special needs.

Partners Plus helps families learn how to find and train caregivers to provide respite
(temporary child care). This project also offers support and training to individuals

interested in helping families by serving as caregivers for their children.

Workshop materials, resource manuals, and light refreshments and beverages are
provided to participants at no charge. Child care and special accommodations are also
available with sufficient notice. Participants should bring a bag lunch.

At the workshop you will . . .

* Learn about caring for children with special needs
* Meet other families and caregivers
* Discover some of the challenges children with special needs experience

* Talk about how families and caregivers can build successful partnerships!

You can register for a Partners Plus Workshop by clicking here.
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Partners Plus Outreach

Respite, a Part C Family Support Service

CFDA Number: 84.324R

Program Name: Research and Innovation to Improve Services and Results for Children with
Disabilities

Competition Name: Outreach Projects for Children with Disabilities
Project Number: H324R990006

Project Director: Garland, Corinne; Frank, Adrienne

Organization: Child Development Resources, Inc.
 P.O. Box 280

 Norge, Virginia 23127-0280
 757-566-3300

 cgarland@cdr.org
Beginning Date: 10/01/99

Ending Date: 9/30/02

Abstract

Purpose: The purpose of Partners Plus (PP) Outreach is to replicate a family-centered model designed to

expand respite care (temporary child care) options for families of young children with disabilities ages birth
to three through training of families and caregivers, and to increase awareness of and use of the Partners

model and its products through dissemination activities.

Method: PP Outreach uses a four-step process that begins with selection of replication sites. Local planning

groups (LPGs) plan for replication to ensure that the unique needs of their communities are met by the
model. PP Outreach provides continual support and technical assistance to LPGs through their

implementation and evaluation of the model. In training, family and caregivers learn about caring for

children using their daily routines, discover the challenges children with disabilities experience, and!
develop skills to build successful long-term partnerships with each other. After training, families and

caregivers receive continuing support as they interview each other, participate in individualized training,
and work together in respite. Using a local planning group to plant support, replication promotes

community partnerships among families, early intervention providers, LEAs, and others and begins to build
a community home for the model.

Children to benefit from this project:
Age: Infants (Birth-2 years), Preschool (3-5 years)

Disability: Non-Categorical
Severity of disability: Not Specified

Ethnicity: Not specified
Geographic location: Not specified
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Some Regional Training Opportunities

Pacific Basin RSA Training Project
CFDA Number: 84.325A

Program Name: Personnel Preparation to Improve Services and Results for Children with Disabilities

Competition Name: Preparation of Special Education, Related Services, and Early Intervention Personnel
to Serve Infants, Toddlers, and Children with Low-Incidence Disabilities

Project Number: H325A990041

Project Director: Stodden, Robert; Kelly, Dotty

Organization: University of Hawaii
 Office of Research Services, 2530 Dole Street, Sakamaki Hall,D200

 Honolulu, Hawaii 96822

 808-956-6449 dotty@hawaii.edu

Beginning Date: 10/01/99

Ending Date: 9/30/02

Purpose: This paraprofessional training project responds to the critical shortage of related services
personnel and the need to develop an infrastructure of support in the Federated States of Micronesia,

American Samoa, and the Commonwealth of the Northern Mariana Islands. It will train indigenous persons

to provide related services for children with low-incidence disabilities and is a partnership among
educational institutions in the three areas.

Method: The project will develop, deliver, and institutionalize a 35-credit paraprofessional training

program that builds on lessons learned from a previous, successful program in the area. Key components of
the program are: mentoring of local faculty to build local training capacity, culturally relevant curriculum,

inclusive practices, practical hands-on training in local settings, recruitment of indigenous trainees, and

stipend support. Approximately 75 related service assistants will be trained by the project.
---00--

Western Regional Resource Center - Region 6
CFDA Number: 84.326R

Program Name: Technical Assistance and Dissemination to Improve Services and Results for Children
with Disabilities

Competition Name: Regional Resource Centers
Project Number: H326R980006

Project Director: Zeller, Richard
Organization: University of Oregon

 Center on Human Development, 1268 University of Oregon

 Eugene, Oregon 97403-1268

 541-346-0359 wrrc@oregon.uoregon.edu

Beginning Date: 10/01/98

Ending Date: 5/31/03

Purpose: The University of Oregon will operate the Western Regional Resource Center (WRRC), serving
Alaska, California, Hawaii, Idaho, Nevada, Oregon, and Washington, as well as American Samoa, Guam,

the Northern Mariana Islands, the Federated States of Micronesia, the Republic of the Marshall Islands, and
the Republic of Palau. It will address the technical assistance needs identified by state and local educational
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agencies and their partners in these areas. It will be responsive to state needs in developing and
implementing state improvement plans and in helping them comply with IDEA.

Method: The WRRC will work collaboratively within states, as well as regionally and nationally, with a

wide array of organizations to provide technical assistance. These collaborations will bring educational
expertise and varied perspectives to the center’s resources. Broadened partnerships will help expand each

state’s capacity to achieve outcomes such as full access to general education curriculum for students with

disabilities, instructionally relevant assessment and accountability systems for all students, improved results
for all children and their families, and effective integration of special education services with other school

improvement efforts.
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ADA and Childcare Centers

U.S. Department of Justice
Civil Rights Division

Disability Rights Section

COMMONLY ASKED QUESTIONS ABOUT CHILD CARE CENTERS AND THE AMERICANS WITH

DISABILITIES ACT

Coverage

1. Q: Does the Americans with Disabilities Act — or “ADA” — apply to child care centers?

A: Yes. Privately-run child care centers — like other public accommodations such as private schools,

recreation centers, restaurants, hotels, movie theaters, and banks — must comply with title III of the ADA.
Child care services provided by government agencies, such as Head Start, summer programs, and extended

school day programs, must comply with title II of the ADA. Both titles apply to a child care center’s
interactions with the children, parents, guardians, and potential customers that it serves.

A child care center’s employment practices are covered by other parts of the ADA and are not addressed
here. For more information about the ADA and employment practices, please call the Equal Employment

Opportunity Commission (see question 30).

2. Q: Which child care centers are covered by title III?

A: Almost all child care providers, regardless of size or number of employees, must comply with title III of

the ADA. Even small, home-based centers that may not have to follow some State laws are covered by title
III.

The exception is child care centers that are actually run by religious entities such as churches, mosques, or

synagogues. Activities controlled by religious organizations are not covered by title III.

Private child care centers that are operating on the premises of a religious organization, however, are

generally not exempt from title III. Where such areas are leased by a child care program not controlled or
operated by the religious organization, title III applies to the child care program but not the religious

organization. For example, if a private child care program is operated out of a church, pays rent to the
church, and has no other connection to the church, the program has to comply with title III but the church

does not.

General Information

3. Q: What are the basic requirements of title III?

A: The ADA requires that child care providers not discriminate against persons with disabilities on the

basis of disability, that is, that they provide children and parents with disabilities with an equal opportunity

to participate in the child care center’s programs and services. Specifically:
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* Centers cannot exclude children with disabilities from their programs unless their presence would
pose a direct threat to the health or safety of others or require a fundamental alteration of the program.

* Centers have to make reasonable modifications to their policies and practices to integrate children,

parents, and guardians with disabilities into their programs unless doing so would constitute a fundamental
alteration.

* Centers must provide appropriate auxiliary aids and services needed for effective communication
with children or adults with disabilities, when doing so would not constitute an undue burden.

* Centers must generally make their facilities accessible to persons with disabilities. Existing

facilities are subject to the readily achievable standard for barrier removal, while newly constructed
facilities and any altered portions of existing facilities must be fully accessible.

4. Q: How do I decide whether a child with a disability belongs in my program?

A: Child care centers cannot just assume that a child’s disabilities are too severe for the child to be
integrated successfully into the center’s child care program. The center must make an individualized

assessment about whether it can meet the particular needs of the child without fundamentally altering its

program. In making this assessment, the caregiver must not react to unfounded preconceptions or
stereotypes about what children with disabilities can or cannot do, or how much assistance they may

require. Instead, the caregiver should talk to the parents or guardians and any other professionals (such as
educators or health care professionals) who work with the child in other contexts. Providers are often

surprised at how simple it is to include children with disabilities in their mainstream programs.

Child care centers that are accepting new children are not required to accept children who would pose a

direct threat (see question 8) or whose presence or necessary care would fundamentally alter the nature of
the child care program.

5. Q: My insurance company says it will raise our rates if we accept children with disabilities. Do I still

have to admit them into my program?

A: Yes. Higher insurance rates are not a valid reason for excluding children with disabilities from a child

care program. The extra cost should be treated as overhead and divided equally among all paying
customers.

6. Q: Our center is full and we have a waiting list. Do we have to accept children with disabilities ahead of

others?

A: No. Title III does not require providers to take children with disabilities out of turn.

7. Q: Our center specializes in “group child care.” Can we reject a child just because she needs

individualized attention?
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A: No. Most children will need individualized attention occasionally. If a child who needs one-to-one
attention due to a disability can be integrated without fundamentally altering a child care program, the child

cannot be excluded solely because the child needs one-to-one care.

For instance, if a child with Down Syndrome and significant mental retardation applies for admission and
needs one-to-one care to benefit from a child care program, and a personal assistant will be provided at no

cost to the child care center (usually by the parents or though a government program), the child cannot be

excluded from the program solely because of the need for one-to-one care. Any modifications necessary to
integrate such a child must be made if they are reasonable and would not fundamentally alter the program.

This is not to suggest that all children with Down Syndrome need one-to-one care or must be accompanied
by a personal assistant in order to be successfully integrated into a mainstream child care program. As in

other cases, an individualized assessment is required. But the ADA generally does not require centers to
hire additional staff or provide constant one-to-one supervision of a particular child with a disability.

8. Q: What about children whose presence is dangerous to others? Do we have to take them, too?

A: No. Children who pose a direct threat — a substantial risk of serious harm to the health and safety of
others — do not have to be admitted into a program. The determination that a child poses a direct threat

may not be based on generalizations or stereotypes about the effects of a particular disability; it must be

based on an individualized assessment that considers the particular activity and the actual abilities and
disabilities of the individual.

In order to find out whether a child has a medical condition that poses a significant health threat to others,

child care providers may ask all applicants whether a child has any diseases that are communicable through
the types of incidental contact expected to occur in child care settings. Providers may also inquire about

specific conditions, such as active infectious tuberculosis, that in fact pose a direct threat.

9. Q: One of the children in my center hits and bites other children. His parents are now saying that I can’t

expel him because his bad behavior is due to a disability. What can I do?

A: The first thing the provider should do is try to work with the parents to see if there are reasonable ways
of curbing the child’s bad behavior. He may need extra naps, “time out,” or changes in his diet or

medication. If reasonable efforts have been made and the child continues to bite and hit children or staff, he

may be expelled from the program even if he has a disability. The ADA does not require providers to take
any action that would pose a direct threat — a substantial risk of serious harm — to the health or safety of

others. Centers should not make assumptions, however, about how a child with a disability is likely to
behave based on their past experiences with other children with disabilities. Each situation must be

considered individually.

10. Q: One of the children in my center has parents who are deaf. I need to have a long discussion with

them about their child’s behavior and development. Do I have to provide a sign language interpreter for the
meeting?

A: It depends. Child care centers must provide effective communication to the customers they serve,

including parents and guardians with disabilities, unless doing so poses an undue burden. The person with a

disability should be consulted about what types of auxiliary aids and services will be necessary in a
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particular context, given the complexity, duration, and nature of the communication, as well as the person’s
communication skills and history. Different types of auxiliary aids and services may be required for lengthy

parent-teacher conferences than will normally be required for the types of incidental day-to-day
communication that take place when children are dropped off or picked up from child care. As with other

actions required by the ADA, providers cannot impose the cost of a qualified sign language interpreter or
other auxiliary aid or service on the parent or guardian.

A particular auxiliary aid or service is not required by title III if it would pose an undue burden, that is, a
significant difficulty or expense, relative to the center or parent company’s resources.

11. Q: We have a “no pets” policy. Do I have to allow a child with a disability to bring a service animal,

such as a seeing eye dog?

A: Yes. A service animal is not a pet. The ADA requires you to modify your “no pets” policy to allow the

use of a service animal by a person with a disability. This does not mean that you must abandon your “no
pets” policy altogether, but simply that you must make an exception to your general rule for service

animals.

12. Q: If an older child has delayed speech or developmental disabilities, can we place that child in the

infant or toddler room?

A: Generally, no. Under most circumstances, children with disabilities must be placed in their age-
appropriate classroom, unless the parents or guardians agree otherwise.

13. Q: Can I charge the parents for special services provided to a child with a disability, provided that the

charges are reasonable?

A: It depends. If the service is required by the ADA, you cannot impose a surcharge for it. It is only if you

go beyond what is required by law that you can charge for those services. For instance, if a child requires
complicated medical procedures that can only be done by licensed medical personnel, and the center does

not normally have such personnel on staff, the center would not be required to provide the medical services
under the ADA. If the center chooses to go beyond its legal obligation and provide the services, it may

charge the parents or guardians accordingly. On the other hand, if a center is asked to do simple procedures

that are required by the ADA — such as finger-prick blood glucose tests for children with diabetes (see
question 20) — it cannot charge the parents extra for those services. To help offset the costs of actions or

services that are required by the ADA, including but not limited to architectural barrier removal, providing
sign language interpreters, or purchasing adaptive equipment, some tax credits and deductions may be

available (see question 24).

Personal Services

14. Q: Our center has a policy that we will not give medication to any child. Can I refuse to give

medication to a child with a disability?

A: No. In some circumstances, it may be necessary to give medication to a child with a disability in order

to make a program accessible to that child. While some state laws may differ, generally speaking, as long
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as reasonable care is used in following the doctors’ and parents’ or guardians written instructions about
administering medication, centers should not be held liable for any resulting problems. Providers, parents,

and guardians are urged to consult professionals in their state whenever liability questions arise.

15. Q: We diaper young children, but we have a policy that we will not accept children more than three
years of age who need diapering. Can we reject children older than three who need diapering because of a

disability?

A: Generally, no. Centers that provide personal services such as diapering or toileting assistance for young

children must reasonably modify their policies and provide diapering services for older children who need
it due to a disability. Generally speaking, centers that diaper infants should diaper older children with

disabilities when they would not have to leave other children unattended to do so.

Centers must also provide diapering services to young children with disabilities who may need it more

often than others their age.

Some children will need assistance in transferring to and from the toilet because of mobility or coordination
problems. Centers should not consider this type of assistance to be a “personal service.”

16. Q: We do not normally diaper children of any age who are not toilet trained. Do we still have to help
older children who need diapering or toileting assistance due to a disability?

A: It depends. To determine when it is a reasonable modification to provide diapering for an older child

who needs diapering because of a disability and a center does not normally provide diapering, the center
should consider factors including, but not limited to, (1) whether other non-disabled children are young

enough to need intermittent toileting assistance when, for instance, they have accidents; (2) whether

providing toileting assistance or diapering on a regular basis would require a child care provider to leave
other children unattended; and (3) whether the center would have to purchase diapering tables or other

equipment.

If the program never provides toileting assistance to any child, however, then such a personal service would
not be required for a child with a disability. Please keep in mind that even in these circumstances, the child

could not be excluded from the program because he or she was not toilet trained if the center can make

other arrangements, such as having a parent or personal assistant come and do the diapering.

Issues Regarding Specific Disabilities

17. Q: Can we exclude children with HIV or AIDS from our program to protect other children and
employees?

A: No. Centers cannot exclude a child solely because he has HIV or AIDS. According to the vast weight of
scientific authority, HIV/AIDS cannot be easily transmitted during the types of incidental contact that take

place in child care centers. Children with HIV or AIDS generally can be safely integrated into all activities
of a child care program. Universal precautions, such as wearing latex gloves, should be used whenever

caregivers come into contact with children’s blood or bodily fluids, such as when they are cleansing and
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bandaging playground wounds. This applies to the care of all children, whether or not they are known to
have disabilities.

18. Q: Must we admit children with mental retardation and include them in all center activities?

A: Centers cannot generally exclude a child just because he or she has mental retardation. The center must

take reasonable steps to integrate that child into every activity provided to others. If other children are

included in group sings or on playground expeditions, children with disabilities should be included as well.
Segregating children with disabilities is not acceptable under the ADA.

19. Q: What about children who have severe, sometimes life-threatening allergies to bee stings or certain

foods? Do we have to take them?

A: Generally, yes. Children cannot be excluded on the sole basis that they have been identified as having

severe allergies to bee stings or certain foods. A center needs to be prepared to take appropriate steps in the
event of an allergic reaction, such as administering a medicine called “epinephrine” that will be provided in

advance by the child’s parents or guardians.

The Department of Justice’s settlement agreement with La Petite Academy addresses this issue and others

(see question 26).

20. Q: What about children with diabetes? Do we have to admit them to our program? If we do, do we have
to test their blood sugar levels?

A: Generally, yes. Children with diabetes can usually be integrated into a child care program without

fundamentally altering it, so they should not be excluded from the program on the basis of their diabetes.

Providers should obtain written authorization from the child’s parents or guardians and physician and
follow their directions for simple diabetes-related care. In most instances, they will authorize the provider

to monitor the child’s blood sugar — or “blood glucose” — levels before lunch and whenever the child
appears to be having certain easy-to-recognize symptoms of a low blood sugar incident. While the process

may seem uncomfortable or even frightening to those unfamiliar with it, monitoring a child’s blood sugar is
easy to do with minimal training and takes only a minute or two. Once the caregiver has the blood sugar

level, he or she must take whatever simple actions have been recommended by the child’s parents or

guardians and doctor, such as giving the child some fruit juice if the child’s blood sugar level is low. The
child’s parents or guardians are responsible for providing all appropriate testing equipment, training, and

special food necessary for the child.

The Department of Justice’s settlement agreements with KinderCare and La Petite Academy address this
issue and others (see question 26).

21. Q: Do we have to help children take off and put on their leg braces and provide similar types of
assistance to children with mobility impairments?

A: Generally, yes. Some children with mobility impairments may need assistance in taking off and putting

on leg or foot braces during the child care day. As long as doing so would not be so time consuming that
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other children would have to be left unattended, or so complicated that it can only done by licensed health
care professionals, it would be a reasonable modification to provide such assistance.

The Department of Justice’s settlement agreement with the Sunshine Child Center of Gillett, Wisconsin,

addresses this issue and others (see question 26).

Making the Child Care Facility Accessible

22. Q: How do I make my child care center’s building, playground, and parking lot accessible to people

with disabilities?

A: Even if you do not have any disabled people in your program now, you have an ongoing obligation to
remove barriers to access for people with disabilities. Existing privately-run child care centers must remove

those architectural barriers that limit the participation of children with disabilities (or parents, guardians, or

prospective customers with disabilities) if removing the barriers is readily achievable, that is, if the barrier
removal can be easily accomplished and can be carried out without much difficulty or expense. Installing

offset hinges to widen a door opening, installing grab bars in toilet stalls, or rearranging tables, chairs, and
other furniture are all examples of barrier removal that might be undertaken to allow a child in a wheelchair

to participate in a child care program. Centers run by government agencies must insure that their programs

are accessible unless making changes imposes an undue burden; these changes will sometimes include
changes to the facilities.

23. Q: We are going to build a new facility. What architectural standards do we have to follow to make sure

that our facility is accessible to people with disabilities?

A: Newly constructed privately-run child care centers — those designed and constructed for first

occupancy after January 26, 1993 — must be readily accessible to and usable by individuals with
disabilities. This means that they must be built in strict compliance with the ADA Standards for Accessible

Design. New centers run by government agencies must meet either the ADA Standards or the Uniform
Federal Accessibility Standards.

Tax Provisions

24. Q: Are there tax credits or deductions available to help offset the costs associated with complying with
the ADA?

A: To assist businesses in complying with the ADA, Section 44 of the IRS Code allows a tax credit for
small businesses and Section 190 of the IRS Code allows a tax deduction for all businesses.

The tax credit is available to businesses that have total revenues of $1,000,000 or less in the previous tax
year or 30 or fewer full-time employees. This credit can cover 50% of the eligible access expenditures in a

year up to $10,250 (maximum credit of $5,000). The tax credit can be used to offset the cost of complying
with the ADA, including, but not limited to, undertaking barrier removal and alterations to improve

accessibility; provide sign language interpreters; and for purchasing certain adaptive equipment.
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The tax deduction is available to all businesses with a maximum deduction of $15,000 per year. The tax
deduction can be claimed for expenses incurred in barrier removal and alterations.

To order documents about the tax credit and tax deduction provisions, contact the Department of Justice’s

ADA Information Line (see question 30).

The Department of Justice’s Enforcement Efforts

25. Q: What is the Department of Justice’s enforcement philosophy regarding title III of the ADA?

A: Whenever the Department receives a complaint or is asked to join an on-going lawsuit, it first

investigates the allegations and tries to resolve them through informal or formal settlements. The vast
majority of complaints are resolved voluntarily through these efforts. If voluntary compliance is not

forthcoming, the Department may have to litigate and seek injunctive relief, damages for aggrieved

individuals, and civil penalties.

26. Q: Has the United States entered into any settlement agreements involving child care centers?

A: The Department has resolved three matters through formal settlement agreements with the Sunshine

Child Center, KinderCare Learning Centers, and La Petite Academy.

* In the first agreement, Sunshine Child Center in Gillett, Wisconsin, agreed to: (1) provide diapering
services to children who, because of their disabilities, require diapering more often or at a later age

than nondisabled children; (2) put on and remove the complainant’s leg braces as necessary; (3)
ensure that the complainant is not unnecessarily segregated from her age-appropriate classroom; (4)

engage in readily achievable barrier removal to its existing facility; and (5) design and construct its

new facility (planned independently of the Department’s investigation) in a manner that is accessible
to persons with disabilities.

* In 1996, the Department of Justice entered into a settlement agreement with KinderCare Learning

Centers — the largest chain of child care centers in the country — under which KinderCare agreed to
provide appropriate care for children with diabetes, including providing finger-prick blood glucose

tests. In 1997, La Petite Academy — the second-largest chain — agreed to follow the same

procedures.

* In its 1997 settlement agreement with the Department of Justice, La Petite Academy also agreed to
keep epinephrine on hand to administer to children who have severe and possibly life-threatening

allergy attacks due to exposure to certain foods or bee stings and to make changes to some of its
programs so that children with cerebral palsy can participate.

The settlement agreements and their attachments, including a waiver of liability form and parent and
physician authorization form, can be obtained by calling the Department’s ADA Information Line or

through the Internet (see question 30). Child care centers and parents or guardians should consult a lawyer
in their home state to determine whether any changes need to be made before the documents are used.

27. Q: Has the Department of Justice ever sued a child care center for ADA violations?
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A: Yes. On June 30, 1997, the United States filed lawsuits against three child care providers for refusing to
enroll a four-year-old child because he has HIV. See United States v. Happy Time Day Care Center, (W.D.

Wisc.); United States v. Kiddie Ranch, (W.D. Wisc.); and United States v. ABC Nursery, Inc. (W.D.
Wisc.).

28. Q: Does the United States ever participate in lawsuits brought by private citizens?

A: Yes. The Department sometimes participates in private suits either by intervention or as amicus curiae
— “friend of the court.” One suit in which the United States participated was brought by a disability rights

group against KinderCare Learning Centers. The United States supported the plaintiff’s position that
KinderCare had to make its program accessible to a boy with multiple disabilities including mental

retardation. The litigation resulted in KinderCare’s agreement to develop a model policy to allow the child
to attend one of its centers with a state-funded personal assistant.

Additional Resources

29. Q: Are there any reference books or video tapes that might help me further understand the obligations
of child care providers under title III?

A: Through a grant from the Department of Justice, The Arc published All Kids Count: Child Care and the
ADA, which addresses the ADA’s obligations of child care providers. Copies are available for a nominal

fee by calling The Arc’s National Headquarters in Arlington, Texas:

800-433-5255 (voice)

800-855-1155 (TDD)

Under a grant provided by the Department of Justice, Eastern Washington University (EWU) produced

eight 5-7 minute videotapes and eight accompanying booklets on the ADA and child care providers. The
videos cover different ADA issues related to child care and can be purchased as a set or individually by

contacting the EWU at:

509-623-4246 (voice)

TDD: use relay service

30. Q: I still have some general questions about the ADA. Where can I get more information?

A: The Department of Justice operates an ADA Information Line. Information Specialists are available to

answer general and technical questions during business hours on the weekdays. The Information Line also

provides 24-hour automated service for ordering ADA materials and an automated fax back system that
delivers technical assistance materials to fax machines or modems.

800-514-0301 (voice)

800-514-0383 (TDD)
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The ADA Home Page, which is updated frequently, contains the Department of Justice’s regulations and
technical assistance materials, as well as press releases on ADA cases and other issues. Several settlement

agreements with child care centers are also available on the Home Page.

The Department of Justice also operates an ADA Electronic Bulletin Board, on which a wide variety of
information and documents are available.

There are ten regional Disability and Business Technical Assistance Centers, or DBTAC’s, that are funded
by the Department of Education to provide technical assistance under the ADA. One toll-free number

connects to the center in your region. 800-949-4232 (voice & TDD)

www.usdoj.gov/crt/ada/adahom1.htm
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Inclusion & Parent Advocacy: A Resource
Guide to Legal Rights

The following material is excerpted from Inclusion and Parent Advocacy: A Resource Guide (c) 1996

Disability Resources, inc. - All Rights Reserved. Updated 3/9/2000

The descriptions of books and audiovisual materials in this guide include some legal and programmatic

terminology which may be unfamiliar to librarians. The following brief guide to the legal basis for
inclusion and some of the commonly used terms may be helpful.

Part I - The Legal Basis for Inclusion

* The Individuals with Disabilities Education Act of 1990
* Americans with Disabilities Act of 1990

The right of children with disabilities to be included in all aspects of American life has its roots in the U.S.

Constitution, which guarantees equal protection under the law to all citizens.

The Individuals with Disabilities Education Act of 1990 (IDEA, P.L. 102-119) - formerly the Education for

All Handicapped Children Act of 1975 (EHA, P.L. 94-142) - guarantees that children with disabilities
receive a free and appropriate public education (FAPE) in the least restrictive environment (LRE). IDEA

requires states to ensure that children with disabilities are educated with children who are not disabled,
unless the nature of the disability is such that education in regular classes with the use of supplementary

aids and services cannot be achieved satisfactorily. IDEA also mandates services for 3- to 5-year old

children with disabilities, provides incentives for serving at-risk children from birth through 2 years old,
and includes programs to aid students in transition from school to postschool activities.

The integration of individuals with disabilities into the mainstream of society is also fundamental to the

Americans with Disabilities Act of 1990 (ADA, P.L. 101-336). This landmark civil rights legislation
guarantees equal opportunity for individuals with disabilities in public accommodations, employment,

transportation, state and local government services, and telecommunications.

It prohibits government agencies from providing services or benefits to individuals with disabilities through

programs that are separate or different, unless separate programs are necessary to ensure that the benefits
and services are equally effective. It also requires that private establishments such as stores, playgrounds,

libraries, and day care centers provide goods and services in an integrated setting, unless separate or
different measures are necessary to ensure equal opportunity.

The ADA is based in part on Section 504 of the Rehabilitation Act of 1973, which prohibits discrimination
in any program or activity that receives federal funds.

Inclusion & Parent Advocacy; A Resource Guide is available on loan from many schools and libraries. It

can also be purchased for small fee. Click here for more information.

(c) 1997-2000 Disability Resources, inc.  Texas Respite Homepage
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 Families Know Best

PHILOSOPHY Children Belong with Their Families

Families Have a Right to Support
Families Know Best

Children Belong with Their Families

The movement of individuals from large residential facilities to community based services that occurred in
the late 1960s gave rise to the first respite programs. The belief was that the best place to care for a child

with disabilities was in the child’s own home and community. Respite is essential in the overall support
services that families need in order to keep a child at home.

Families Have a Right to Support

Families have the right to receive support from the community in order to provide home care for their
family member with disabilities. This right is a “human” model which emphasizes the notion that all people

are valuable and contribute to the community as a whole. Respite is the most cost-effective way to preserve

family unity.

Families Know Best

Respite services are family-driven. Families have the knowledge and capability to design their own
services. Only they know the extent of their needs and the extent of their ability to participate in decision

making. Families become partners with the policymakers and agency staff in the process of obtaining and

using respite.

————————————————————————————————————

Importance of Respite

The vast majority of families in Texas who have family members with disabilities choose to care for those

individuals at home where they can receive the loving care and nurturance they need to develop to their
fullest potential. Families who have made this choice live with high levels of emotional and financial

stresses that are part of their daily routine.

In order to survive over the long term, they must receive a wide array of support services such as respite
care. Families who do not receive short breaks on a regular basis from their caregiving tasks, often

experience instability and have a higher potential for abuse and neglect situations. The end result is costly

both in terms of quality of life for the persons involved and for the state who must then provide alternative
care, many times outside the families’ home.

Families in Texas need respite that is responsive to their needs and yet, many of these families do not have

any respite service options available to them. Flexible affordable respite options that address individual

family choice are vital to the continued ability of families to care for their loved ones at home.
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————————————————————————————————————

Family Information

Choosing a Respite Provider

Practical Steps | How to Find a Provider |  Questions to Ask a Provider

Practical Steps

Parents must take practical steps in order to choose and use respite for their family. They need to feel

comfortable using respite services. It is a challenge to trust another person with your child. Here are several

practical steps you can take in order to feel more comfortable:

* Check provider’s qualifications (CPR, first aid, etc.)
* Trust your feelings about the provider

* Teach the provider to care for your family member

* Observe the provider with your family member
* Observe your loved one’s reaction to a new provider

* Visit respite settings

How to Find a Provider

Each community has its own respite system. However, it may be a challenge to find options that meet the

needs of each family. The following suggestions will help you locate resources:

* Ask your family member’s therapist, teacher, or doctor
* Ask your case manager

* Attend parent support groups or advocacy groups
* Call the United Way, Mental Health Mental Retardation Center, or other disability groups

* Place an ad in the church newspaper or school bulletin for a respite provider

* Contact local colleges for students studying related fields such as physical therapy, nursing, or teaching
* Contact your local hospital, senior citizen center, or state agency regional office

Questions to Ask a Provider

Prepare interview questions in advance. Here are some ideas:

* Have you worked with people who have disabilities? If so, in what capacity?
* Did you enjoy the work?

* Why are you interested in being a respite provider?
* Why are you a good person for this job?

* What would you do in case of an emergency?

* What hours are you available to work?
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* What special training have you had?
* Can you provide your employment history and references from other families?

You may want to find your own respite provider without assistance from an agency. Think about who you

know in the community who might be able to help you, such as friends, neighbors, other parents, church
members. All of these people are part of your natural support network.

————————————————————————————————————

Paying For Respite

How to Find Funding to Pay for Respite | The Voucher System | Volunteers

How to Find Funding to Pay for Respite

Families must either find funding, pay for respite themselves, or use volunteer resources. The following
resources may have funding:

* Mental Health Mental Retardation Centers

* Local ARCs (formerly the Association for Retarded Citizens)

* United Cerebral Palsy Centers
* Early Childhood Intervention Programs

* Local School Districts (non-educational funds)
* Children’s Mental Health Plan

* State Agencies
* Area Agencies on Aging

Many programs have a waiting list for funding and services. Families need to get on these lists. Be sure to
check periodically with the programs and stay in touch with provider agencies.

The Voucher System

Some respite funding may come in the form of a voucher awarded by an agency. Under this system, you

are responsible for paying the respite provider, but you are reimbursed when you submit the completed

forms. These forms will usually be completed by you and signed by you and the respite provider. They will
often require detailed information of the date and time the respite took place. The voucher system gives

families the freedom to choose their own provider and the responsibility to pay the provider the funds
received from the voucher.

Volunteers

Volunteers are an excellent source of respite. Volunteers need training, support, supervision, and
recognition just as paid respite providers do. The following are resources for locating volunteers:

* Colleges

* Churches and Ministries

* Service Groups and Volunteer Organizations
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* Senior Citizen Centers
* Friends and Neighbors

* Volunteer Centers
————————————————————————————————————

Information To Give a Respite Provider

Training

* Share information about your family member’s medical history, including medications,
hospitalizations, and current medical status

* Give the provider a schedule of your family member’s typical day
* Make a list of emergency numbers including doctors, neighbors, relatives, and friends

* Show the provider the proper ways of handling your family member

* Teach the provider how your family member communicates
* Tell the provider what your family member likes and dislikes

* Give the provider any special information about your family member

Regulations

You may want to describe the types of things the respite providers will be responsible for and verify

whether the provider is willing to perform those duties. State laws and regulations govern the kinds of
services certain providers can perform. If you have specific questions about what kinds of tasks providers

can perform in your house, you or your provider may call one of the following sources:

The Board of Nurse Examiners for the State of Texas: 512-305-7400

The Texas Department of Human Services Licensing Division: 512-438-2936
The Texas Association for Home Care: 512-338-9293

 Supervision

* Observe the interaction between the provider and your family member

* Get to know the provider on a personal level

* Ask the provider to keep a notebook with a summary of respite details and review it with her or him

Record Keeping and Accountability

Know in advance any paperwork that must be completed by funding source.

* Keep a detailed record of each respite assignment including date, time, provider and payment

* Be knowledgeable about income tax responsibilities

Giving Providers Feedback

* Positive feedback is just as important as complaints

* Discuss any of your concerns with the provider
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* Remember to let your agency/provider know that things went well
* If things did not go well, talk to your agency/provider

* If you are not able to resolve differences, select a new provider

Networking

Most families will start building a network of persons, resources, and agencies to rely on as they support

and care for themselves and their family member.

Networking begins when families make that first outreach for connection or service. A network can be as
small as a group of 3 individuals or as large as membership in a large advocacy group. The people in your

network will reduce your isolation, provide information and resources, respond in emergencies, and
provide love and concern. As you start to search for a respite provider and respite funding, you are building

your own network.

Here are some more specific things you can do to build your network:

* Meet and talk with other families

* Join a family support group

* Keep a notebook with phone numbers of people you contact who can help you
* Get on mailing lists of disability groups

* Attend a conference (parent/consumer stipends are frequently available)
* Read newsletters and information available to families

Advocacy

Families may need to become advocates for respite services and funding. Advocacy is the process of
pleading the cause or defending the rights of another. It is the natural outgrowth of families acquiring

services for their loved ones.

Families are sometimes surprised to think of themselves as advocates for their family member. However,
this role is essential due to the scarcity of social services and support programs.

Advocacy includes:

* Asking questions
* Keeping records

* Knowing the law
* Staying informed

* Asking for what you want

* Believing in yourself

Advocacy is not confrontational, aggressive, or argumentative. It is putting your family first and expecting
the best.

————————————————————————————————————
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Provider Information

Becoming a Respite Provider

Respite providers may be either individuals or agencies.

Individual Provider

An individual hired directly by the family and not providing respite through an agency affiliation.

Individual respite providers may be family members, neighbors, friends, independent contractors.

Individuals providing respite who are not employees of an agency will be referred to as “Independent
Providers.” There are many personal benefits to individuals providing respite.

Some of these benefits include:

* Fulfilling a desire to perform a needed community service
* Caring about people with disabilities and their families

* A part-time job, a flexible job

* A valuable experience for anyone wishing to go into such fields as special education, physical therapy,
occupational therapy, nursing, early childhood education, or geriatric services Agency

An organization whose role is to hire, train, and pay the respite provider. Some agencies may assist a

family in locating an individual respite provider. Agencies may be nonprofit, or for profit. Some agencies
may provide respite among an array of other services; for others, respite may be the only service provided.

Getting Started

There are many different avenues for beginning the process of becoming a respite provider, depending on
the community and the resources available. The good news is, respite providers are in demand and provide

a much sought-after service. Introduce yourself and say that you are interested in being a provider for a
person with a disability.

Here are some places to get started:

* Agencies serving individuals with disabilities
* Special education offices at schools

* United Way

Also, check the classified ads under Home/Domestic Help or Child Care for provider positions.

Employment agencies such as the Texas Workforce Commission will also list jobs, and employment
counselors may guide you in the right direction.
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Training

Training is available through many different community programs. Respite programs, child care licensing
agencies, the Red Cross, and community colleges all offer courses which may apply. In general, the

following topics should be covered when training providers caring for individuals with disabilities or the
elderly.

* Confidentiality and client rights
* Overview of disabilities and elderly services

* Emergency procedures (first aid, CPR, program emergency protocols)
* Infection control and Universal Precautions to be used in the care of individuals to avoid the spread of

disease
* Behavior management

* Effective ways to work with families of children or elderly with disabilities and chronic or terminal

illnesses and/or families in crisis
* Program procedures for the administration of medication and other health-related tasks

* Cultural diversity and sensitivity
* Child/adult abuse and neglect detection and reporting protocol

* Crisis intervention, domestic violence, and substance abuse

* Physical management and adaptive equipment
* Communication

Provider Responsibilities

* Communicate clearly with the family about pay, your limits and needs, and mutual expectations

* Keep detailed and accurate records of each respite assignment

* Be punctual and respectful of the family’s needs
* Understand and follow emergency procedures

* Attend to the individual’s safety, nourishment, stimulation, and routine

Families want respite providers who are:

* Caring

* Dedicated and committed
* Reliable

* Punctual
* Pleasant in personality

* Neat in appearance
* Knowledgeable

* Responsible

Liability

Respite providers are responsible for the protection of individuals under their care. When there is injury to

a person or damage to property during a respite episode, the provider could be held responsible.
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It is important that you understand your liability as a respite provider. Here are some steps you can take to
protect yourself while providing respite:

* Be sure you understand what is involved in the care of the individual

* Try to identify any potential risks ahead of time
* Find out what to do when an emergency arises

* Keep written notes of both the care plan and emergency procedures

* Get emergency phone numbers of doctors, family members, and friends
* Be open and honest with the families about your own fears and concerns in caring for their family

member
* Obtain written permission for transportation, field trips, or medication administration or other medical

procedures

Licensing of Respite Services

In the 73rd Legislative Session, H.B. 1551 - Home and Community Support Services Legislation was

passed which provides a licensing structure for agencies providing respite, personal assistance, home health
and hospice services. Agencies who provide these services with paid provider staff must be licensed by the

Texas Department of Health. The Legislation provides for exemptions for certain groups and individuals

however, most agencies must be licensed to provide these services. To receive a copy of the licensing
application, rules and regulations, and other pertinent information, please contact the Texas Department of

Human Services, P.O. Box 149030, Austin, Texas 78714, (512) 438-2936. TRRN recommends that all
agencies interested in providing respite services, contact the Texas Department of Human Services prior to

the initiation of services to determine if licensing is necessary.
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A Parent’s Perspective

Respite Care for Children with Developmental and/or Physical Disabilities - A Parent’s Perspective

Introduction

Over the past fifteen years, parents have increasingly made the choice to keep their families together.

Children with developmental or physical disabilities are no longer routinely placed in institutional care. As
a result, the need for respite care (temporary child care) services has increased. Until recently, respite care

has been either unavailable or unaffordable in many states. Personal care through the Title XIX Medicaid
program and grants through the “Temporary Child Care for Children with Disabilities and Crisis Nurseries

Act of 1986” (as amended), have enabled families to receive respite care for free, or at a reduced,

reasonable cost. Forty-six states have some form of respite programs for children with disabilities (Knoll, et
al., 1990). States and/or agencies that administer respite care projects have realized the need to provide

other supports to families which are flexible and meet the need of the whole family, not just the person with
a disability. Respite care services form the basis for many state family support programs.

Purpose

For years families caring for a child with medical or physical involvements have been reluctant to allow
others to provide care for their child in their own home. The two most common reasons stated by parents

are (1) concerns about the caregiver’s training; and (2) feelings that no one can take care of their child as
well as they can. Babysitters, in general, do not have the skills needed to provide the kind of support

required to care for children with medical or physical disabilities. Respite care programs for families who
have children with developmental and/or physical disabilities provide trained respite care providers for in-

home or out-of-home “free” time (respite) for families.

Respite Programs

Highlighting the strengths and needs of the entire family, and not just the needs of the individual with a

disability, has been a common thread in exemplary programs. Providing respite care for children with

developmental or physical disabilities is not unlike providing respite for any other child. The respite
provider needs to know the kinds of behaviors the child is likely to exhibit and be prepared to deal with any

unusual needs of the child. This is true of any child. The behaviors and needs of children with disabilities
may be more acute, but ascertaining them should be done in the same manner.

For the sake of those programs considering starting a respite program for families with children with

developmental or physical disabilities, the following outline is designed to give an idea of the kinds of

training and attitudes that are required to provide a quality program.

The Keys to a Successful Respite Program

* Help families feel comfortable and build trust. Spend enough time with the family to develop a level of
trust that will allow a free flow of information.

* Provide a flexible structure. The agency should provide as many options as possible to meet the needs

of the family, rather than fitting the family into the service available.
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* Be family-focused. Empower families to make decisions for themselves. Discuss the strengths and
needs of the whole family.

* Provide support. The administering agency and respite care providers must be available to field
questions and concerns of parents that may be outside the realm of respite care. This might include

linkage and referrals to other agencies or services.
* Allow families to train providers. Be sure to include families in the process of designing the child-

specific portion of the provider’s training.

Training

Because of the concern that families have about the specialized needs of their children, respite providers

should be trained in first aid, CPR, disability awareness issues, specific medical conditions, behavior
management, and individual “hands-on” training with the child for whom they will provide care. Many

states and local programs have developed respite training manuals which are available to train local

providers. (The ARCH Information Center has copies of many of these manuals.)

Building trust is probably the key ingredient in a successful respite program. Training respite workers is
only one step in this process. Establishing close working relationships with the family and ensuring close

supervision are other important parts of a successful program.

The Basics — These areas can be taught in a classroom setting using professional staff.

* CPR and First Aid

* Philosophy of family empowerment
* “How to speak DD” — introduction to developmental disability terminology

* “Don’t Panic” — introduction to medical and environmental emergencies

The Details — These units should be presented in at least two different forums. The first, as a parent panel

with discussion of some personal stories in each of the areas mentioned. The second, as a clinical approach
to care, to include a speech therapist, an occupational therapist, and a physical therapist.

* Communication sensitivity — how to communicate with someone who does not talk very well, if at all

* Eating etiquette — good table manners (skills) when working with someone who needs assistance

* The comfort factor, or “how would you feel sitting in the same position all day?”

“Hands On” — This section should take place in the families’ homes, and/or, the setting where the respite

will actually occur.

* Meet the family and get to know the child

* Trainee asks parents about specific assistance he or she may need to provide
* Parents demonstrate how they assist their child to move, eat, and go to the bathroom

* Trainee works with the child on each of the specific skills parents request until parents are comfortable
in how the trainee performs



Proposed Respite Care Program Model 103

Conclusion

Successful programs from around the country report that, once these key requirements are met, families
will enthusiastically participate in respite services. Programs also report that this process takes some time.

The trust that families need does not occur overnight. Allow a considerable amount of time for the program
to be fully operational.

This can be one of the most rewarding programs to operate. Families and staff report many heartwarming
tales of the benefits that respite has provided.
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What is Respite Care?

By Debby Ingram, Research Associate, Family Support Project, “Strengthening American Families
Through National and Grassroots Support”

What is respite?

“Respite” refers to short term, temporary care provided to people with disabilities in order that their
families can take a break from the daily routine of caregiving. Unlike child care, respite services may

sometimes involve overnight care for an extended period of time.

One of the important purposes of respite is to give family members time and temporarily relieve the stress

they may experience while providing extra care for a son or daughter with mental retardation or other
disability. This, in turn, can help prevent abuse and neglect, and support family unity (US/GAO, September

1990). Respite care enables families to take vacations, or just a few hours of time off. Respite is often
referred to as a gift of time.

Who needs respite services?

Parents may be reluctant to use a respite program. They may even question the need for this type of service.
Valdivieso (1989) recommends that families of children with mental retardation and other disabilities ask

themselves these questions to determine if respite services are necessary:

•  Is it difficult to find temporary care for my child?
•  Does caring for my child interfere with scheduling appointments or with personal projects?

•  Is it important that my spouse and I enjoy an evening alone together, without the children?

•  If I had appropriate care for my child with a disability, would I use the time for a special activity with
my other children?

•  Am I concerned that in the event of a family emergency there is no one with whom I would feel secure
with to leave my child?

•  Would I feel comfortable having a trained, caring respite provider care for my child?

•  Do I avoid going out because I feel I would be imposing on the family and friends who care for my
child?

If family members answer “yes” to any of these questions, the family may very well benefit from respite

care services.

Who provides respite services?

Most programs are managed by affiliates or chapters of national organizations such as The Arc, Easter Seal

Society and United Cerebral Palsy Associations in cooperation with local hotels (US/GAO). Many other
programs are provided by local organizations such as churches, schools and other non-profit groups.

Sometimes families arrange for care with neighbors or other people they know.
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What kinds of services are provided?

Services are provided in many ways depending on the provider, the needs of the family and available funds.
Some respite programs send a caregiver to the family’s home. Others require that the individual come to a

day care center or respite group home.

In some programs the care is provided by a host family which also has a family member with a disability.

They usually provide respite services in exchange for the same services from another family. These
programs are called “host family” or exchange programs.

Emergency respite services are also important. Parents need to be able to access services on short notice in

the event that an unexpected family emergency occurs.

How are respite services funded?

Many programs receive public funding for their services. Some charge fees on a sliding scale based on the

family’s income. Other programs may be operated by non-profit organizations which receive funding from
donations or other sources. Many programs must use a combination of funding sources in order to meet

their financial needs.

Are there eligibility requirements for respite services?

In almost all state-funded programs, eligibility is based on the child’s age and disabilities. Family income is

also usually considered. In a 1990 survey of 111 respite care programs, 97 programs provided services for
children as young as newborns. 71 programs provided services until age 22, 11 programs provided services

only for young children and 29 programs provided care throughout the child’s life (US/GAO).

How do families benefit from respite services?

The benefits are numerous, but not always obvious. Providing a break in the daily routine may help parents

avoid burnout, stress and fatigue. Periodic respite care can help parents relax for a while and come back
revitalized and better able to care for their son or daughter.

Respite care not only provides caregivers a break, but also gives the child a change in his or her daily
routine. It can provide the child opportunities to build new relationships and move toward independence

(Valdivieso, 1989).

How do families obtain services?

Accessing the system can be difficult, but not impossible. Contact your state’s planning council on

developmental disabilities, community mental health/mental retardation center or a local chapter of The
Arc and ask them to refer you to a program. Many programs have been developed when families made their

needs known to community mental retardation advocates and service providers.

Many respite programs have been developed by parents to fulfill their own needs. For example, Jody and

His Friends, Inc. is a respite program started in California by a couple who were unable to find respite
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services. These parents joined with the Vallejo-Benica chapter of The Arc and developed an in-home
respite program. Jody and His Friends, Inc. was such a success that it is now an agency of the State of

California Department of Developmental Services (Valdevieso, 1989).

What can I do to get a respite program started in my community?

A good way to get started is to first determine what kinds of services are needed.

* Ask other parents in the community about their needs for respite services: Do they need or want in-

home care, or could care be provided at a community center? Determine if overnight or weekend care
is needed.

* Find a respite provider in another community that already provides these types of services and ask
them how they started their program.

* Contact state licensing agencies to find out licensing requirements for operating a respite program.

* Find an organization in your community that might be interested in helping you start a program.
Churches, schools, local Red Cross chapters and disability organizations may provide the personnel,

experience and/or financial resources necessary to start or operate a new program.

Are respite care providers required to be licensed?

Of the 111 programs surveyed, 91 had eligibility or licensing requirements that addressed the areas of age,

training, education and licensing or certification by a profession or specialty. To ensure that quality services
are being provided, 91 programs were required to 1) maintain records of services, 2) provide follow-up to

families that have been served, and 3) pass site inspections where services are provided (US/GAO).

Parents should make the final determination about respite providers. They should examine various aspects

of the program such as staff training, monitoring by outside agencies, safety and health measures, parental
involvement in decision-making and other related areas. The state or local licensing office should be able to

answer questions about complaints against a specific program and whether that program has consistently
met all licensing requirements.

Some questions to ask about a respite care program are:

* How are care providers screened?
* What is the training and level of experience of the care providers?

* Will care providers need additional training to meet specific family needs?
* How, and by whom, are the care providers supervised?

* What happens during the time the children are receiving services? Are there organized activities? How
are meals handled?

* Does the program maintain current information about each child’s medical and other needs? Is there a

written care plan?
* What procedures does the program have for emergencies?

* Can parents meet and interview the people who care for the children?
* How far ahead of time do parents need to call to arrange for services?

* Are families limited to a certain number of hours of services?

* Does the program provide transportation?
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* Can the provider take care of brothers and sisters as well?
* What is the cost of services? How is payment arranged? (Karp, undated).

Can I use a regular child care program for respite?

Many day care centers in the community offer “drop in” services for a day or sometimes for an extended
period. To use drop in services, parents must often give some advance notice and complete the required

paperwork, such as the child’s medical history and emergency contact persons.

With the passage of the Americans with Disabilities Act (ADA), these programs must now make every

reasonable attempt to provide the same services for a child with a disability. The ADA mandates that public
accommodations, including child care centers, make reasonable modifications in policies, practices and

procedures in order to accommodate individuals with disabilities. However, child care centers and other
entities covered under the ADA are not required to modify their policies and practices if it would

“fundamentally alter” the nature of their services.

If a child care center restricts its services to minor children, parents who have an adult child with mental

retardation may have to consider other respite options. In addition, centers may not have to provide certain
services, for example, those involving skilled medical procedures or on site nursing, because the provision

of these services could be considered a “fundamental alteration” or a service outside a child care centers’

area of specialization (DOJ, July 1991).

For further information about child care and the Americans with Disabilities Act, refer to: The Arc’s Q& A
on child care settings and the Americans with Disabilities Act (May, 1992).

Here are just a few of the many resources for further information about respite:

The Arc
National Headquarters

P.O. Box 1047
Arlington, Texas 76004

(817)261-6003
(817)277-0553 TDD

thearc@metronet.com (e-mail)

Texas Respite Resource Network

P.O. Box 7330, Station A
San Antonio, TX 78207-3198

Phone: (512) 228-2794

Maine Respite Project

159 Hogan Road
Bangor, ME 04401

Phone: (207) 941-4400

Georgia Respite Network

878 Peachtree St., NE, Room 620
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Atlanta, Georgia
Phone (404) 894-5700
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90-125, (September, 1990). Washington, D.C.: United States General Accounting Office, (US/GAO).

Valdivieso, Carol, et al., NICHY News Digest, “Respite Care: A Gift of Time”, Number 12, 1989.
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————————————————————————————————————

Publication of this Q& A was supported in part by Contract Number 25200 under provisions of the

Developmental Disabilities Act of 1991 (P.L. 101-496) from the Minnesota Department of Administration,
Governor’s Planning Council on Developmental Disabilities. The views expressed herein do not

necessarily reflect the position or policy of the Governor’s Planning Council on Developmental Disabilities
nor that of the Minnesota Department of Administration.

The Arc

National Headquarters

1010 Wayne Ave. Suite 650
Silver Spring, MD 20910

301/565-3842
301/565-5342 (fax)

info@thearc.org (e-mail)
————————————————————————————————————
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Best Practices in Respite Services for Children

A Guide for Families, Policy Makers & Program Developers

Preface

The United Nations Convention on The Rights of The Child (1989)

The following principles were approved by the United Nations Convention on the Rights of the Child and

were ratified by the Government of Canada in 1991:

...in the Universal Declaration of Human Rights, the United Nations has proclaimed that childhood is

entitled to special care and assistance...(Preamble)

In all actions concerning children, whether undertaken by public or private social welfare institutions,
courts of law, administrative authorities or legislative bodies, the best interests of the child shall be a

primary consideration. (Article 3 subsection 1)

Health Canada, Principles Of Child And Youth Health (1993)

Health Canada, in its Principles of Child and Youth Health (1993), asserts that children must be valued and

felt to be valued for their intrinsic worth, not just as a resource for the future. “For optimal development,
children need to grow up in a nurturing atmosphere of support, happiness, love and understanding. Support

for the family...is the single most important way that society can optimize the development of children and
youth.”

Canadian Association for Community Care

The Canadian Association for Community Care (CACC) is committed to pursuing the development of a
range of accessible, high quality, community care services designed to support, sustain and strengthen

family functioning. This includes the development of flexible and affordable respite options that address

both the care needs of the child and reflect the choices and needs of individual families.

Health Canada has funded the CACC to develop best practices in respite care for children with disabilities
or chronic illnesses and their families. These best practice guidelines, which were compiled in 1996 by a

program coordinator under the direction of a national advisory committee, are intended to assist families in
discerning the quality of available respite options and to assist service providers and policy makers in the

development of quality services.

Purpose of the Guide

The primary purpose of this guide is to provide parents, service providers and health planners with concise,

user-friendly information for understanding and implementing best practices in respite services. This
document is intended to be trend-setting in the development of quality respite services that will meet the

diverse needs of children and their families. Furthermore, ideas and concepts are expected to change and

evolve with use over time.
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These guidelines are directed towards the special needs of children with disabilities or chronic illnesses and

their families who require the assistance of community-based, home care/support services. They are not
intended to provide direction on specialized treatment techniques that require the clinical judgement of a

health professional.

In addition to this guide, a smaller handbook has been prepared that contains condensed information of

particular interest to parents. A sample table of contents for the smaller version is contained in Appendix I.
The handbook is intended as an alternative stand-alone resource for parents.

Summary of Best Practices

1.0 Values & Guiding Principles

1.1 Family-Centredness
Respite care is most effectively provided within a family-centred framework. Strong parental involvement

in respite service development ensures the relevance of the program and a natural and essential advocacy
group.

1.2 Flexibility
Respite care services are flexible and responsive to the individual needs of all families, honour the ethnic,

cultural and geographical differences of families and are individualized to respond to each family’s
changing needs.

2.0 Delivery of Respite Care

2.1 Comprehensive Respite Care Programs
Each community (or region) offers, within its overall program of support services, a menu of respite care

options facilitated by a designated respite care coordinator. Options include both in-home and out-of-home
respite care services.

2.2 More Accessible Community - Inclusive Respite Care

Respite care programs operate in environments that are accessible and community-inclusive, with the

amount of respite care services provided determined by family need.

3.0 Access & Eligibility

3.1 Single Point Of Entry
There is a central point of access where parents can be informed about and assessed for eligibility for all

available respite services.

3.2 Responding to Changing Needs

Planning and funding of respite care services must consider the full range of family needs. One standard
approach for all families is not appropriate.
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3.3 Assessment/Entry Procedure
A central intake process addresses the needs of the child and family by ensuring access to both informal

and formal respite services while eliminating the need to apply to individual programs. Respite services are
delivered in a proactive manner through anticipatory planning and health promotion.

3.4 Eligibility

The determination of eligibility for services is based on the needs of the family, with special attention given

to the needs of the child and primary caregiver.

3.5 Appeal Process
All agencies/governments have a fair appeal process in place.

4.0 Public Awareness & Advocacy

4.1 Public Awareness
A targeted strategy exists to increase awareness of respite services among individuals and groups in the

community who lack this information.

4.2 Advocacy

With respect to respite services for children and their families, advocacy is the act of supporting or
recommending the need for improvements.

5.0 Standards and Quality Improvement

5.1 National Standards

There is a minimum set of national standards for respite programs that support families who provide care

for children with disabilities or chronic illnesses in the home. Standards apply to both in-home and out-of-
home respite services. Policies are in place at the provincial and national levels to guide the delivery of all

respite care services for children with long term health concerns.

5.2 Continuous Quality Improvement/Evaluation
Continuous quality improvement strategies ensure that respite services are meeting the families’ needs and

professional standards of practice, by building in mechanisms to maintain/improve the quality of care and

service provision.

Respite care services have an ongoing, systematic evaluation plan that considers the context in which the
program is placed, processes involved in meeting objectives of the program and actual program outcomes.

5.3 Policies and Procedures

Policies are stated in language that is clearly understood. Procedures describe the purpose, scope and

responsibilities and provide details on how activities are performed. Documented procedures are consistent
with the relevant standards.

6.0 Recruitment, Training & Evaluation

6.1 Recruitment
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Guidelines are provided to parents to assist them in the selection of a respite worker/volunteer or to screen
agency staff.

6.2 Training/Preparation

The respite care program establishes and maintains documented procedures for identifying training
requirements and provides training for all workers/volunteers.

6.3 Evaluation of Workers
A yearly written evaluation of the respite worker’s performance is completed to ensure competency.

7.0 Funding and Bureaucracy

7.1 Funding

Provincial funding allows for a wide variety of respite care choices that promptly and effectively meet the

diverse needs of eligible families.

Ministries of health and social services, in collaboration with families of children with disabilities or
chronic illnesses, review issues of user fees, income testing and additional care costs.

Federal government reviews funding and tax measures for families of children with disabilities and chronic
illnesses, especially the issue of family members who cannot work outside the home due to caregiving

demands.

7.2 Single Government Ministry
A single government ministry or interministerial committee is responsible for the allocation of funding for

all respite care services for families. One respite care budget is established for families of children with

disabilities or chronic illnesses.

7.3 Funding to Families
Parents are given responsibility for allocating funds approved for their child’s care, or funds are given

directly to the parents, allowing them to purchase the respite care services they prefer.

7.4 Uniform Database

A uniform database provides a profile of respite needs and services from which public policy and resource
development can flow in an orderly and systematic manner.

8.0 Transition to Adulthood

Specific information and services are made available to assist families during transition to adulthood,

including a personal service plan meeting to address all aspects of each young adult’s life prior to reaching

the age of majority. Respite care services are included on the list of essential services to be considered.

————————————————————————————————————
This guide was developed by the Canadian Association for Community Care. Posted by: Canadian

Association for Community Care, September 1996.
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Recruiting and Retaining Respite Providers

Introduction

A vital component of any respite or crisis care program is the quality of providers the program is able to

attract. Equally important, however, is the program’s ability to retain those providers, thus avoiding a
never-ending cycle of recruiting and training. Unfortunately, most respite and crisis care programs face the

same dilemma as other programs that offer family support and early childhood care and education: the jobs
involve high levels of stress, the potential for emotional burnout, and salary levels are not high enough to

compensate for these factors. It is possible, however, to develop both recruitment plans and retention
strategies that entice and support providers willing to make long-term commitments to children and

families.

Recruitment Plans:

How Can We Find Providers?

Whether a respite program is home-based or center-based, the initial recruiting process is essential to

providing quality care. Before beginning, two crucial questions must be addressed: what duties are

providers expected to perform, and how will providers learn to fulfill these expectations?

Providers who know and understand the specific expectations of the program before they begin will be
more likely to commit to staying with the program. In the same way, providers who are adequately trained

to meet the program’s expectations feel confident about their abilities and thus are encouraged to remain
with the program.

Recruitment is time-consuming, but taking the time to carefully develop a marketing strategy that targets a
diverse community is important. By incorporating a number of approaches for recruitment, a program can

better attract a quality pool of potential providers.

Tap the program’s key resource, its current providers. No one can sell the program better than they, and

they may know friends, neighbors, and relatives who should be referred to the program as potential
providers.

Concentrate on reaching the greatest number of people in the least amount of time through

• quarter-page flyers inserted in employee paychecks at local utility companies, factories, retail chains,

or certain grocery stores

• mailings followed by telephone calls to child care-related agencies and organizations, such as state-
licensed or locally-registered providers, child care resource and referral listings, members of child care

association, and food reimbursement programs

Let your fingers do the walking and call various community agencies and organizations, including

• service clubs, such as the Kiwanis, Elks, Rotary, Junior League, and Optimist’s Clubs
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• education groups, such as local Parent/Teacher Associations and the departments of early childhood
education or child development at local colleges or universities

• child- and family-related organizations, such as Boys/Girls Clubs, Camp Fire Girls, Big Brothers/Big
Sisters, family resource centers, child care associations, YMCA/YWCA, and Girl Scouts/Boy Scouts

• religions groups, women’s centers, and senior centers

Remember the importance of media coverage, an obvious but sometimes overlooked recruiting device that

also helps to build community awareness. Aim for

• articles or advertisements in local newspapers, either in the community news or lifestyle sections
• public service announcements or guest interviews on local radio stations and cable and network

television

Because the medium is sometimes as important as the message, attention should be given to the appearance

of all printed materials developed for the recruiting campaign. To design a poster that will catch the
public’s attention—

• select a brightly colored background with lettering in a contrasting color

• add artwork related to children or families, either a photograph or an identifying graphic design (logo)

• include a short, concise message with information specifically detailed for the target audience
• vary the style and size of the font, or type, selectively using bold-faced lettering to highlight critical

information
• attach to the poster with rubber cement a stack of business-size cards, which can be torn off and

replaced as needed, containing pertinent information about the program and the name and phone
number of the contact person

The poster’s design can also be duplicated onto brochures or flyers, and these then distributed by mail or in
person to community agencies and organizations, the media, various businesses, and others.

Retention Strategies: How Can We Keep Providers?

Experience has shown that even limited training for providers can greatly improve the quality of care for

children. At the same time, opportunities for professional development can be a major incentive for respite

providers to remain with a program. If carefully structured, training programs can give providers a sense of
professionalism, empowerment, and career growth, all strong incentives to stay with a job.

When developing a training plan

• Identify requisite skills and design trainings to teach those skills.

• Schedule events at times that are convenient for providers. This may take a great deal of creativity and

will involve a number of decisions—Will training be held in the day or evening? Will it be spread over
several days or weeks, or consolidated into one or two days? Will it take place on weekdays,

weekends, or a combination of both?
• Make child care available at the training site, or reimburse trainees for the cost of off-site child care for

their child(ren). This is especially important when training providers for in-home care.
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• Organize training in such a way that it promotes cohesive, supportive relationships among providers.
This will encourage the providers themselves to develop a learning community of shared ideas and

mutual emotional support.
• Offer one-on-one, problem-solving assistance to individual providers. Whether a respite program is

center-based or home-based, providers need to be able to consult with others regarding important
issues affecting children, especially those with challenging behaviors.

• Encourage monthly support group meetings for providers by offering space and refreshments in a

relaxed atmosphere. Let providers decide whether meetings will focus on specific topics or be an
opportunity to exchange ideas. Either way, make sure discussions are positive and centered on

solutions—gripe sessions are counter-productive!

Financial incentives can also increase the retention rate for providers. These include both direct incentives,
such as clearly defined schedules for pay raises, and indirect incentives, such as paid vacation and medical

leaves, family leave time, medical and pension benefits, and automatic savings plans.

Summary

Rather than just “baby-sitting” or performing only menial tasks, providers need to be recognized for their

strengths and encouraged to develop professionally. Take time to mentor providers so they can speak

publicly about the program and assist with recruiting. In this way, providers not only develop self-esteem
but also lighten the work load for the staff.

Providers who know and believe they are vital to a program will become the program’s best advocates,

encouraging others to become providers as well. Offering providers regularly scheduled training sessions
and one-on-one technical assistance not only enhances individual caregiving skills but also helps

professionalize the child care field.

The Family Tree Crisis Nursery Project, San Juan College, 4601 College Blvd, Farmington, NM 87402 (505) 599-0457

About the Authors: Susan Workman, Ed.D. is director of the Family Tree Crisis Nursery project at San Juan College in

Farmington, New Mexico. Kerri Bates is the coordinator of this home-based program.

ARCH Factsheet 44, May, 1996

This factsheet was produced by the ARCH National Resource Center for Respite and Crisis Care Services funded by

the U.S. Department of Health and Human Services, Administration for Children and Families, Administration on
Children, Youth and Families, Children’s Bureau—Cooperative Agreement No. 90-CN-0178 under contract with the

North Carolina Department of Human Resources, Division of Mental Health/Developmental Disabilities/ Substance

Abuse Services, Child and Family Services Branch, Raleigh, North Carolina. The contents of this publication do not

necessarily reflect the views or policies of the funders, nor does mention of trade names, commercial products or

organizations imply endorsement by the U.S. Department of Health and Human Services. This information is in the
public domain. Readers are encouraged to copy and share it, but please credit the ARCH National Resource Center.
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A Family Caregiver’s Reading List

Beresford, Larry. The Hospice Handbook. Little, Brown and Co., 1993, $12.95, 165 pages.
How to find the right hospice, how to determine eligibility, the right questions to ask, how to get the best

care for your money.

Caposella, Cappy, and Warnock, Sheila. Share the Care. Fireside Books/Simon & Schuster, 1995, $13, 287

pages. Practical and inspirational guide to setting up support groups.

Carter, Rosalynn. Helping Yourself Help Others: A Book for Caregivers. Random House, 1994, $20, 278
pages.  Many personal stories explain emotions, medical and family issues. Resource listings and

bibliography.

Heath, Angela. Long Distance Caregiving. American Source Books, 1991, $9.95, 123 pages.

Defines caregiving issues, tips for traveling, finding help in the aging network, legal and financial
paperwork, care plans, relocation.

Karr, Katherine L. Taking Time for Me: How Caregivers Can Effectively Deal With Stress. Prometheus

Books, 1992, $17.95, 179 pages. Personal accounts demonstrate how to renew strength without

jeopardizing care.

Lustbader, Wendy. Counting on Kindness: The Dilemmas of Dependency. The Free Press, 1994, $15.95,
206 pages. True stories and quotations explore issues of power and dependency, handling regret, reviving

self-esteem.

McFarlane, Rodger, and Bashe, Philip. The Complete Bedside Companion. Simon & Schuster, 1998, $27,

544 pages. Chapters explain the health care team, dealing with doctors, essential nursing skills, caring for
the caregiver.

McLeod, Beth Writogen. Caregiving: The Spiritual Journey of Love, Loss, and Renewal.  John Wiley and

Sons, Inc., 1999, $22.95, 259 pages.

Beth McLeod’s narration of her own experience of caring for her parents and how that led her to writing

this book will touch your heart.

Meyer, Maria M. with Derr, Paula.  The Comfort of Home, An Illustrated Step-by-Step Guide for
Caregivers.  CareTrust Publications, 1999, $23.00, 364 pages. This is a practical, easy-to-follow resource

designed to help untrained caregivers understand what help is needed and learn where to find it or how to

provide it yourself.

Pitzele, Sefra Kobrin. Kind Words for Caring People: Daily Affirmations for Caregivers. Health
Communications, 1992, $7.95, 365 pages. Messages of hope to begin each day.

Pollin, Irene, with Golant, Susan K. Taking Charge: Overcoming the Challenges of Long-Term Illness.

Times Books, 1994, $22, 255 pages. Sensitively and graphically describes strategies to help patients and

families cope.
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Sankar, Andrea. Dying at Home: A Family Guide to Caregiving. New York: Johns Hopkins University

Press, 1991, $22.95, 257 pages. Making the decision, financial and legal matters, professional caregivers,
caregiver well-being.

Sherman, James R. Caregiver Survival Series.  Titles include: Preventing Caregiver Burnout (1997)

Strategies for retaining vitality. Creative Caregiving (1997) How to work smarter, not harder. Coping With

Caregiving Worries (1997) Techniques for conquering common destructive emotions such as fear.
Pathway Books, P.O. Box 27790, Golden Valley, MN 55427-0790; 1-800-958-3375;

www.caregiver911.com. All titles $9.95.

Susik, D. Helen. Hiring Home Caregivers: The Family Guide to In-Home Eldercare. Impact
Publishers/American Source Books, 1995, $11.95, 200 pages. Practical guide to hiring competent, reliable,

affordable help at home.

Today’s Caregiver Magazine. Published 6 times a year/$18. P.O. Box 21646, Ft. Lauderdale, FL 33335; 1-

800-829-2734. Web site: www.caregiver.com. Helpful information for all family and professional
caregivers.

Visiting Nurse Associations of America, Caregiver’s Handbook: A Complete Guide to Home Health Care.
DK Publishing, 1998, $14.95, 192 pages. Chapters include “Being a Caregiver,” “Communication,”

“Adapting the Home,” “Home Hygiene,” “Healthy Eating & Drinking,” “Bed Comfort.”

Williams, Gene B. and Kay, Patie. The Caregiver’s Manual. Citadel Press, 1995, $14.95, 366 pages.
Chapters on aging, taking on elder care, financial and legal matters, family dynamics, home care,

communication, how to say good-bye.

Caring for Aging Parents and Other Elderly Relatives

Adams, Tom, and Armstrong, Kathryn. When Parents Age: What Children Can Do. Berkeley Publishing
Group, 1993, $7.95, 192 pages. Personal stories, checklists, guides on home care, health care, enriching the

final years.

Astor, Brent. Baby Boomer’s Guide to Caring for Aging Parents. Macmillan/ Spectrum, 1998, $15.95, 282

pages. How to talk to parents about sensitive matters, long-term caregiving, facing the inevitable.

Berman, Claire. Caring for Yourself While Caring for Your Aging Parents. Henry Holt and Company Inc.,
1996, $22.50, 254 pages. Looks at different situations such as long distance, only child, finances); list of

resources.

Cassidy, Thomas M. Elder Care: What to Look for, What to Look Out for! New Horizon Press, 1997,

$13.95, 212 pages. Legal perspective on caregiving, including home care, assisted living, nursing homes,
hospice.
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Cohen, Donna, and Eisdorfer, Carl. Caring for Your Aging Parents: A Planning and Action Guide.
Tarcher/Putnam, 1995, $10.95, 272 pages. Prioritizing problems, overcoming denial, managing emotions,

taking control in a crisis, letting go and moving on; checklists, resources.

Loverde, Joy. The Complete Elder Care Planner: Where to Start, Questions to Ask and How to Find Help.
Hyperion, 1997, $14.95, 274 pages. Practical guide on common issues, with checklists and action planning

guides.

Lustbader, Wendy, and Hooyman, Nancy R. Taking Care of Aging Family Members: A Practical Guide.

Simon & Schuster, 1994, $24.95, 353 pages. Psychological, practical, social issues; ready-to-use charts and
checklists.

Morris, Virginia. How to Care for Aging Parents. Workman Publishing, New York, 1996, $15.95, 460

pages. Talking to your parents, new roles, caring for the caregiver, getting help, nursing homes, sharing

care, dementia, and resources.

Schomp, Virginia. The Aging Parents Handbook. HarperPaperbacks, 1997, $12, 427 pages. Chapters
include first steps, staying at home, housing, financial and legal matters, healthy aging, death, caring for

caregivers, and resources.

Caring for Spouses or Loved Ones With Specific Illnesses

Atwood, Glenna W. Living Well With Parkinson’s. John Wiley & Sons, 1991, $15.95, 208 pages.

Personal prescriptions for living well with this disease, special resources and guidance.

Carroll, David. Living Well With MS. HarperCollins, 1993, $10.40, 259 pages. Comprehensive book that

gives comfort and practical information for the patient, family, and caregivers.

Carter, Rosalynn. Helping Someone With Mental Illness: A Compassionate Guide for Family, Friends, and
Caregivers. Times Books, 1998, $24, 348 pages. Latest treatments and research, being an effective

caregiver and advocate.

Mace, Nancy, and Rabins, Peter. The 36-Hour Day: A Family Guide to Caring for Persons with AD and

Related Dementing Illnesses, and Memory Loss in Later Life. Johns Hopkins University Press, 1991,
$12.95, 329 pages. The “Bible” on caring for a loved one with Alzheimer’s.

Miller, Freeman, and Bachrach, Steven J. Cerebral Palsy: A Complete Guide for Caregiving. Johns

Hopkins University Press, 1995, $35.95, 465 pages. Comprehensive guide for parents, caregivers,
adolescents and adults with CP.

Shirk, Evelyn. After the Stroke: Coping With America’s Third Leading Cause of Death. Prometheus
Books, 1991, $16.95, 114 pages. Report on the 15 years between husband’s first stroke to the end;

emphasis on caregiving.

Strong, Maggie. Mainstay: For the Well Spouse of the Chronically Ill. Bradford Books, 1997, $15, 394

pages. Updated; how to handle getting the news, changed dependencies, acts of rescue, family conflicts.
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Warner, Mark. The Complete Guide to Alzheimer’s-Proofing Your Home. Purdue University Press, 1998,

$19.95, 368 pages. Home guide, reference, and catalog.

Caring for Children With Special Needs

Batshaw, Mark L., ed. Children with Disabilities. Paul H. Brookes, 1997, $53, 960 pages. Universal

resource book dealing with medical and societal issues; charts, case studies, graphs, glossary.

Bowman, Patricia, and others. From the Heart: On Being the Mother of a Child with Special Needs.
Woodbine House, 1995, $14.95, 149 pages. Narratives on autism, multiple disabilities, Tourette syndrome,

Attention-Deficit Disorder.

Exceptional Parent Magazine. Published 12 times a year/$32. P.O. Box 3000, Dept. EP, Denville, NJ

07834-9919; 1-800-EPARENT. Web site: www.eparent.com. Annual resource guide, products.

Miller, Nancy. Nobody’s Perfect: Living and Growing With Children Who Have Special Needs. Paul H.
Brookes, 1994, $21, 307 pages. Tools for handling illness and crisis, loss, unexpected changes.

Naseef, Robert. Special Children, Challenged Parents. Carol Publishing Group, 1997, $21.95. Father’s
account of severely disabled child; handbook and guide for parents on how to understand emotional

turmoil, challenges.

Sullivan, Tom. Special Parent, Special Child: Parents of Children With Disabilities Share Their Trials,
Triumphs, and Hard-Won Wisdom. Putnam, 1996, $13.95. Inspiring and informational guide.
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Samples of CNMI Respite Publicity Materials
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One Family’s Story

“Of the first six months of my child’s life, three and a half months were
spent in the hospital. We lived in a world of intensive care, with cardiac
monitors, oxygen tents, tubes in every orifice and IV’s in every extrem-
ity of my daughter’s body.

“The weeks my daughter was home were completely taken up with her
care: two hours to get a meal in her, so for six hours a day I was feed-
ing her; up many nights holding her so she could sleep on my shoulder
so that she could breathe if she had a respiratory infection. Respiratory
infections were frequent because of her disabilities, and many nights
my husband and I would have to get our older child up, take him to our
neighbor’s house and take my daughter to the hospital where she could
have oxygen if her breathing got too labored. After getting her admit-
ted, we would go back home, and get up again the next morning to get
our son off to school and to return to the hospital. This after being
awakened in the middle of the night with a phone call from the hospital
saying that they were transferring her to intensive care
so she could be watched more closely.

“Did we need respite? You bet we did! This was important particularly
with a disabled and medically fragile child who needed expert care.

“During that time, either my husband or I always had to be with our
daughter while the other ran to the grocery, the bank, the pediatrician
for our son’s health care needs, or just to sleep for a few hours. Our
friends disappeared from our lives, and our relatives lived far away.
The world of normal family life in which family members live, work,
and play together and take joy in each other’s accomplishments, activi-
ties, and outings vanished.

“Our daughter had major surgery scheduled at six months and she
would be hospitalized for at least 10 days. I approached my daughter’s
doctors with our family’s need for a rest. Would they and the nurses
care for her for seven days while our family went away? We wouldn’t
leave for three days after surgery to make sure she was on the road to
recovery. We felt safe leaving her in their hands, and we could truly
relax.

“The week that our family stayed at the beach was the most wonderful
gift during those six months. It was truly a blessing, not only for us but
for our daughter, for it gave us the opportunity to stand outside the
situation and view it from a distance. It enabled us to review what had
gone on before, to put things into perspective, to think and plan. We
were also physically restored, and we were able to go on with much
more strength for the next 12 months caring for our daughter. Respite
care was unavailable 11 years ago when we needed to cope with the
challenges my daughter presented to our family. I had to make it
happen.”

How can you tell if your
family could benefit from
respite care?

Ask yourself the following
questions:

1. Is finding temporary care
for your child a problem?

2. Is it important that you and
your spouse enjoy an evening
alone together, or with friends,
without the children?

3. If you had appropriate care
for your child with special
needs, would you use the time
for a special activity with your
other children?

4. Do you think that you
would be a better parent if you
had a break now and then?

5. Are you concerned that in
the event of a family emer-
gency there is no one with
whom you would feel secure
about leaving your child?

6. Would you be comfortable
going to a trained and repu-
table respite provider to ar-
range for care for your child?

If you have answered “Yes” to
several of these questions, you
and your family could benefit
from respite care and should
investigate the resources in
your community.

Information in part courtesy of the National
Information Center for Children and Youth with
Disabilities (NICHCY)
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Benefits Of Respite Care

In addition to providing direct relief, respite has added
benefits for families, including:
• Relaxation. Respite gives families peace of mind,

helps them relax, and renews their humor and their
energy;

• Enjoyment. Respite allows families to enjoy
favorite pastimes and pursue new activities;

• Stability. Respite improves the family’s ability to
cope with daily responsibilities and maintain
stability during crisis;

• Preservation. Respite helps preserve the family
unit and lessens the pressures that might lead to
institutionalization, divorce, neglect and child
abuse;

• Involvement. Respite allows families to become
involved in community activities and to feel less
isolated;

• Time Off. Respite allows families to take that
needed vacation, spend time together and time
alone; and

• Enrichment. Respite makes it possible for family
members to establish individual identities and
enrich their own growth and development.

Who takes care of the caretakers?

People with special needs depend greatly on their
family. Often, we hear the question, “Who takes care
of the caretakers?” Caretakers can include not only
parents, but also brothers and sisters, grandparents,
and extended family and friends. Respite gives care-
takers the opportunity to have a rest, to take care of
personal matters, to enjoy some leisure time, and
occasionally to be relieved of the constant need to care
for a child with a disability or chronic illness.

The child or youth with disabilities also benefits from
respite care, gaining the opportunity to build new
relationships and to move toward independence. In
many families, it is common for children to attend day
care or after-school care, interact with peers and adults
outside the family, and stay with a child care provider
while their parents enjoy an evening out. Respite
provides these same opportunities for children with
special needs.

For older individuals with a disability, respite can
assist in building skills needed for independent living.
Since the most appropriate living situation for many
adults with a disability is in a group home or other
supported environment, out-of-home respite care can
enable families to test this option, explore community
resources and prepare themselves and their family
member with a disability for this change.

Did you know?

• Family caregivers provide more than 80 percent of
all long-term health care in America;

• Caring for an elderly relative ranks as one of the
tope financial worries for the 21st century;

• Family caregivers providing at least 21 hours of
weekly care suffer from depression, sleep depriva-
tion and back pain at a significantly higher rates
than the rest of the population;

• Seventy-five percent of caregivers are women;
• Fifteen percent of all women between the ages of

36 and 64 are family caregivers;
• The value of the “free” services family caregivers

provide is estimated to be $196 billion a year.

Caring for a child with disabilities or severe health
problems can be a full-time job. It is easy to become
overwhelmed with the care needs of a child with a
disability or chronic illness. Often, families who
would not hesitate to call for relief from the constant
care of their typical children hesitate to call for relief
from the care of their child with a disability or special
health care needs. That is why respite, as the word
implies, is truly an interval of rest. Respite can be
your answer to renewed energies and a new perspec-
tive. If respite care is not available in your community,
make it happen. The best advocate for your family and
your child is you. One of the most important goals to
strive for is family unity and well-being. It is impor-
tant to remember that you, too, can have the gift of
time that respite care represents.

Support respite care for the CNMI
Contact: Governor’s Developmental Disabilities Council
Capitol Hill, Building No. 1312; P.O. Box 502565; Saipan, MP
96950-2565; Tel.:670-664-7000; Fax: 670-664-7030;
gddc@cnmiddcouncil.org

Respite is a service in which care is provided to children (including adult children of
older parents) with disabilities, with chronic or terminal illnesses, and/or to children
at risk of abuse and neglect.

Respite can occur in the child’s home or in a variety of out-of-home settings, and can occur for any length of
time, on either a planned or emergency basis, depending on the needs of the family and available resources.

What is Respite?
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