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STEPPING STONES

Respite. Tips for Parents and Young Adults

Helping You Find Your Way Forward

“Respite – the chance to take a breather, the opportunity to re-energize – is as important as any other item on
your caregiver’s to-do list. People think of respite as a luxury, but considering caregivers’ increased risk for health
issues from chronic stress, those risks are a lot costlier than some time away to recharge. Respite is the key to your
own well-being. Respite protects your own health, strengthens family relationships, prevents burn-out and allows
your loved one to stay at home up to three times longer. No wonder respite is one of the most frequently requested
support services for family caregivers.” i
There are different types or models of respite.
Respite services differ in the kind of service provided:
• Respite may simply provide a companion for the individual.
• Other models provide more involved activities such as therapeutic services,
recreational, or social activities for the individual. For example, many
what
kind? organizations run summer camps or retreats with social and educational
activities for the purpose of providing caregivers a break.
• Another model would provide nursing services or skilled care by a trained
individual who can meet more extensive health care needs.

?

who?

Respite services differ in who provides respite Respite may be provided
through:
• natural supports (family, friends) or
• taking advantage of times when the individual is involved in school, camp,
or another activity or
• may be more formal through a structured respite program.

Respite services differ in where they are provided.
• Home Based Models are provided in the home and can be informal,
provided by friends or family or by an agency.
where?• Out of Home Models are provided in a location other than the home and
may be in the provider’s home or a facility. These may be in the form of
host families who provide respite to the individual in their home, or may
be in a facility where the level of care needed can be delivered (ex., nursing
care).
Respite services differ in the duration of service provided:
how • Respite may be for a brief time or for longer period
long? • Depends on the primary caregiver’s needs, funding, and the program
limitations and availability.
Respite services differ in the cost of service.
• Respite may be cost free if provided through waiver funding, scholarship,
how ? school and community or disability specific programs.
much • While other programs have associated costs, partial scholarships, or are
paid though funding pools (such as a trust.)
Be sure to ask.
i

How can I find Respite Care?
Funding for respite is very limited, so consider
using informal sources:
;; Use the help of relatives, friends, neighbors,
and faith-based acquaintances.
;; Establish a cooperative among a group of
friends or a support group, trading respite
services among one another. Others simply
take turns giving each other breaks.
;; Reach out to your child’s physician, teachers,
aides, nurses, therapists, behavioral health
staff, and parents of other children with special
needs. While they may not be able to provide
respite, they may recommend a trusted
individual.
;; Local colleges may have students in health
or education fields who might appreciate the
experience and income and may have more
sensitivity.
;; Attend community outings related to special
needs (Special Olympics, camps, etc.) and
be watchful for those who are at ease with
individuals with special needs. Reach out to
them to determine their interest in assisting
your child. Siblings of children with special
needs may be good candidates.
Use the ARCH National Respite locator. This
interactive website has a search option called
“Respite Providers and Programs” that allows you
to search by specific state, county / community,
age of respite recipient, and condition. It lists
programs that may provide one or more types
of respite for varied costs. After selecting
the state, one enters other information that
generates a potential list of respite options within
a defined geographical area. This locator also
provides information on funding and consumer
information.

è Visit http://archrespite.org/
respitelocator
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Respite is a short period of rest, temporary relief, or a break
designed for families of individuals with special needs.
Respite care varies in length of time, frequency, type of provider,
and type of service (activity-based, recreational, or similar to a
sitter).
Respite can be informal - where the caregiver takes advantage
of natural supports and services and enjoys a break while the
individual is in school, at camp, or in another’s care such as a
friend or family member.
Respite can also be more formal and be provided through an
organization staffed by trained volunteers or professionals.
Breaks provide caregivers time to enjoy an activity of choice or
simply to get a much needed rest.

Are you in need of respite? NO, great! If and when you are, consider these options:
Do you have natural
supports and services?

YES

When the individual is in school, at camp, or in another’s care,
take advantage of that time. Consider using the help of friends
and family or hiring a sitter.

NO
If you have no natural supports or they are exhausted, explore other respite options. Investigate organizations
that offer respite to those who have the individual’s specific disability, for example:
have uncontrolled
epilepsy?

YES

Participants in 49 counties served by Epilepsy Foundation of
Western PA may be eligible for respite. Call EFWPA at
800-361-5885 to inquire.

YES

Participants in the Ventilator Assisted Children’s Home Program
(VACHP) who are ventilator dependent may be eligible for
respite. Call VACHP at 267-425-9408 to inquire.

YES

Special needs children in foster care may be eligible for respite
according to the care plan. Contact the case manager to discuss
this need.

YES

County MH/ID services may be able to assist with some
funding those being served though the county through Family
Support Service (FSS) funds or Base Service Funds. Contact the
individual’s case worker to inquire.

YES

The Spina Bifida Association of Western PA (SBAWP) runs summer
camps and weekend retreats for those impacted by Spina Bifida
age 6 and up and may provide some funding to help cover the
cost. Contact SBAWP at (800) 243-5787.

YES

Many waivers provide respite services according to the Individual
Service Plan (ISP). Discuss the need for respite with the Supports
Coordinator.

YES

Special Needs Trust funding may be able to be used for respite
services according to the terms of the trust. Contact the trustee
to discuss this option.

Does the child/youth . . .

NO
use a ventilator?
NO
a foster child?
NO
have an identified
intellectual or mental
health disability?
NO
have spina bifida?
NO
have a waiver?
NO
have a special needs
trust (SNT)?
NO

The ARCH National Respite Network and Resource Center has a searchable
database to help find respite services and funding in your PA community:
http://archrespite.org/respite-locator-state-search/230-pennsylvania-search

For more information
on respite contact the
PEAL Center at
1-866-950-4408 or
412-281-4404.

