
Taking Care of 
the Caregiver
Editor's Note: The following article comes from the U.S.
Administration on Aging web site. The article provides a
concise overview of the needs faced by many of the family
caregivers we encounter everyday, and what the govern-
ment is doing to address them.

Family caregivers of chronically ill older persons 
or those with disabilities are generous, compassionate
individuals. They care for loved ones in the familiar 
surroundings of their own home or community. These
caregivers are “on call” 24-hours a day, 7 days a week
because they want to see their loved one remain in the
comfort and security of their own environment. But at
some point, even the caregiver needs a break, a rest, or a
breather. The caregiver needs respite. Respite provides
informal caregivers - usually relatives - a break from
their daily responsibilities.

Family caregivers save federal, state, and local gov-
ernments, which are faced with the challenge of covering
health and long-term care expenses of persons who are ill
and have chronic disabilities, a great deal of money. If the
work of caregivers had to be replaced by paid home care
staff, the estimated cost would be $45-$94 billion per
year. In response to and in recognition of the distinct
needs of caregivers, the Administration on Aging (AoA)
of the U.S. Department of Health and Human Services 
is implementing a program that will soon begin to 
offer respite and other services to some caregivers who
so desperately need a break.

Notes From The Editor:
Improved CPAP Technology 
and Standards of Practice 
by James Stegmaier, RRT, RPFT, CCM

CPAP therapy technology has been developing at a rapid pace over the past few years, and
issues with the appropriate use of this technology are surfacing as clinicians struggle with
the lack of standards of practice and reimbursement for the advances in technology.

The appropriate utilization of recording or memory CPAP systems has, over the past few
years, been an issue in specific regional markets but has now grown to effect all home care
clinicians involved with CPAP therapy.  These systems can record data as simple as when a
CPAP system was turned on and off or as complex as apneas and hyponeas with graphic trac-
ings.  Multiple methodologies for retrieving these data exist.  Some of these methods
include: interfacing the CPAP with a modem and retrieving the data through the Internet,
storage of the data on a data card the size of a credit card and having the client mail the data
card back to the clinician, and downloading of the information by the clinician at the
patient's residence.  

Sleep labs have become increasingly interested in obtaining these data over the past few
years, largely because the sleep lab accreditation process requires documentation regarding
compliance and outcomes.  To date there is no national standard of practice on which data
should be obtained or the appropriate use of the data once they are obtained.  We know
through experience that if a patient who is having compliance difficulties can be identified
within the first few days or a week of beginning CPAP therapy, the clinician can intervene
to increase the likelihood of correcting the compliance issues.  This is the positive side of
compliance monitoring. The downside is that reimbursement continues to decline for CPAP
therapy, as for all home respiratory care therapies, and the additional labor and other
expenses required to operate a compliance program are not reimbursed. This makes it dif-
ficult for some providers to operate a financially responsible program.  

Standards of practice must be developed to determine the appropriate length of time
necessary to perform compliance monitoring and the appropriate utilization of the data.
Until standards of care are developed and accepted on a national level it will be difficult, at
best, to obtain any funding to operate a compliance program.  The issues with compliance
data deepen as we consider who should be receiving and addressing compliance issues with
the patient.  Should it be the responsibility of the home care therapist who setup the CPAP
system, the sleep lab, the sleep physician, or the patient's primary care physician? Which of
these individuals/entities should address issues or concerns arising from the downloaded
information from the CPAP system?  

Currently, data are being shared differently in each market. Indeed, there are even vari-
ances between home care providers in the same market.  Some home care clinicians are pro-
viding multiple follow-ups with their patients, while others are only contacting a patient
when there is an identified issue.  Other providers are obtaining the data and the sleep lab is
providing any additional follow up deemed necessary.  Regardless of the form used by an
organization or within a geographical region, the clinician has a responsibility to insure that
there is a process in place for the obtained data to be properly reviewed and intervention
made when applicable.  

Other CPAP systems point up similar problems. For example, the use of auto-titration
CPAP is another technology which has limited reimbursement and, again, lacks a standard
of practice.  A wide variety of protocols for this device -- from usage of a few days between
the initial sleep study and the titration study to putting the patient on auto-titration for thirty
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The National Family Caregiver Support Program offers respite
The enactment of the Older Americans Act Amendments of 2000 (Public Law 106-501)

established an important program, the National Family Caregiver Support Program
(NFCSP). Funded at $125 million in fiscal year 2001, approximately $113 million has
been allocated to states to work in partnership with area agencies on aging and local and
community service providers to put into place multi-faceted systems of support for fam-
ily caregivers. A specific component of these systems is respite. That could include, for
example, respite care provided in a home, an adult day-care center, or over a weekend in
a nursing home or an assisted living facility.

Research has confirmed the benefits of respite. A paper compiled by Drs. Dale Lund
and Scott Wright - experts in the field of caregiving analysis - states that respite benefits
both caregivers and their loved ones. It further states that to be most effective, caregivers
should consider accessing services early in their caregiving experience. Lund and Wright
have found that caregivers need sufficient and regular amounts of respite, and it is impor-
tant that the caregiver give sufficient thought as to how he or she wants to use that freed-
up time, when and if it becomes available.

Respite can cover a wide range of services based upon the unique needs of the care-
giver. It might involve medical or social adult day care and/or a short-term stay in a nurs-
ing home or assisted living facility for the loved one; a home health aide or home health
companion; a private duty nurse or adult foster care.

For the caregiver, personal respite varies as much as the individual and could mean, for
example: giving the caregiver a short break to attend a doctor's appointment or to go shop-
ping; allowing the caregiver the opportunity to nap, bathe, or otherwise rejuvenate him or
herself; attend a church service or see a movie; take a much-needed vacation; pamper one-
self with a hair appointment or manicure; schedule elective surgery; or simply visit friends
or relatives.

Listening to the caregivers
In developing the NFCSP, AoA conducted a series of roundtable discussions with care-

givers of older persons who have chronic illnesses or disabilities. These discussions were
held in more than 30 cities across the United States, and allowed AoA to gain a more com-
plete understanding of the day-to-day challenges faced by families caring for their older
relatives, and to obtain additional insights into the types of services and supports that
would respond to the needs of these and other caregivers. It was clear after listening to
these caregivers that respite is a necessity. Here's what some of the caregivers told AoA: 

“I took a vow when we got married 54 years ago, and I intend to carry it out. 
My only fear is that I will die from exhaustion before she does, and who will care for her
then?  — Caregiver husband; Chicago, IL 

“It has been a challenge going through this alone. To be able to have someone help me
…for just one-half hour or one hour to put her [mother] in bed, or get her up in the mor-
ning…this would be helpful."  — Caregiver daughter; San Francisco, CA

“Respite is my number one need. I've been caring for Mom for seven years…in that
time, I have had one vacation for 3 days.” — Caregiver daughter; Milwaukee, WI

Many caregivers noted hardships and problems including physical and mental strain
and feeling burned out or overwhelmed. Some felt they did not have enough time or
energy to meet the demands facing them and that caregiving takes away from their per-
sonal lives. 

Research has shown that some caregivers must quit their jobs to give care, while oth-
ers experience increased absenteeism, lower productivity at work, lost career opportuni-
ties, and loss of future earnings. A unique feature of respite care is the help it offers to both
the caregiver and the care recipient. Respite care can allow time to go to the doctor or the
grocery store, participate in a support group, or attend a class to learn caregiving skills.
Researchers have suggested that respite care can relieve the burden of the caregiving sit-
uation and allow families to continue to care for loved ones who would otherwise be
placed in a nursing home.
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days - complicates matters further. Humidification for
CPAP therapy lacks standards of care but has seen improve-
ment in reimbursement.  In the past year Medicare began
reimbursing for heated humidification.  The use of humidi-
fication varies widely from region to region and by home
care provider as well.  Currently, there is no standard of care
as to when a passover humidifier should be used or when a
heated humidifier is appropriate.  There are many anecdotal
studies indicating that compliance increases with the use of
humidification.  Some studies suggest that nasal congestion
can be attributed to the temperature of the gas flowing
through the system and that heated humidification is the
only solution.  At present there are no agreed upon stan-
dards as to what percentage relative humidity is needed
within a CPAP system.  Is more relative humidification bet-
ter? Or after a certain percent, is it of no clinical value? This
question needs to be answered.  Some clinicians are pro-
viding a humidification system with every CPAP system
and others only when the patient has clinical signs of nasal
congestion.  

These problems will continue until the profession is able
to determine through research and investigation what the
standards of care should be.  I urge each clinician to share
data and experiences through research, articles, and profes-
sional organizations so that the standards can be set and our
patients can receive the care they need.  ◆
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Study Touts Use of
RTs in an Oxygen
Therapy Clinic

You may have seen a report on the following study in
AARC Times or on the AARC web site, but given its impor-
tance to home care RTs, we thought it bore repeating here.

According to researchers publishing in the November
issue of CHEST, an oxygen therapy clinic (OTC) staffed 
by respiratory therapists can significantly decrease inapp-
ropriate supplemental oxygen use and related costs in home
oxygen patients.

The investigators reported on 283 patients who 
were evaluated by an RT in an OTC at a military-affiliated,
tertiary care hospital between June 2000 and May 2001. 
All underwent a focused medical interview and physical
exam by a therapist that collected demographic data, in-
dications for supplemental oxygen, oxygen-related diag-
noses, cardiopulmonary review of systems, pertinent phys-
ical examination findings, pulmonary function testing, and
oximetry data.

Ninety-seven of the patients received follow-up on
within 90 days of being discharged from the hospital with a
prescription for oxygen. Half no longer met Medicare
guidelines for long-term oxygen therapy and about a quar-
ter required significant change in their prescription. Of 95
patient with existing prescriptions, about a third were found
to no longer meet the guidelines and about a quarter
required a significant prescription change. Ninety-one
patients were referred from other outpatient clinics. After
the therapist evaluation, oxygen was discontinued for 22%
and changed for nearly 30%.

For more on the study and what it might mean to the pro-
fession, see Sam Giordano' s article in your January issue of
AARC Times.  ◆

Want to receive this 
newsletter electronically?
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AoA, through the state and area agencies on aging (AAA), adult day care centers, and
some community and faith-based organizations, offers respite services to caregivers. The
degree and types of respite services offered are discretionary in each state and often vary
widely from state to state.

The National Aging Network
Under the authority of the Older Americans Act, AoA leads a national aging network to

plan, coordinate, and provide home and community and faith-based services to meet the
unique needs of older persons and their caregivers. AoA's aging network includes: 56
State Units on Aging, 655 Area Agencies on Aging, 236 Tribal and native organizations
representing 300 American Indian and Alaska Native Tribal organizations, and 2 
organizations serving Native Hawaiians, plus thousands of service providers, adult care
centers, caregivers, and volunteers.

Who to contact for help
Your local AAA is one of the first resources a caregiver should contact when help is

needed. Almost every state has one or more AAA, which serve local communities, older
residents, and their families. (In a few states, the State Unit or Office on Aging serves as
the AAA.) Local AAA's are generally listed in the city or county government sections of
the telephone directory under “Aging” or “Social Services.”

The Eldercare Locator
AoA supports a nationwide, toll-free information and assistance directory called the

Eldercare Locator, which can locate the appropriate AAA to help an individual needing
assistance for their loved ones, relatives, or friends. Older persons and caregivers can call
the Eldercare Locator at 1-800-677-1116, Monday through Friday, 9:00 a.m. to 8:00 p.m.
Eastern Time.

For more information
Working in close partnership with its sister agencies in the U.S. Department of Health

and Human Services, the AoA is the official Federal agency dedicated to policy develop-
ment, planning, and the delivery of supportive home and community-based services to
older persons and their caregivers. For more information about the AoA, please contact:

U.S. Administration on Aging 
Department of Health and Human Services
Washington, DC 20201
Phone: (202) 401-4541
Fax: (202) 357-3560
E-mail: aoainfo@aoa.gov
Web site: http://www.aoa.gov   ◆

L. Jack Clark
Recognized as a
“Friend of Children”

Home care therapist, L. Jack
Clark, RRT, was recognized as a
Friend of Children at the Annual
Meeting of the Children's Trust
Society in Blowing Rock, NC, last
December. Jack's involvement
with the Children's Trust Society
dates back to the mid-1990s, when
he established the L. Jack and
Regenia Clark Charitable Trust ben-
efiting the Grandfather Home for Children. The couple's
interest stems from Regenia's experiences with the facility
back in the 1950s, when she spent nine years there as a
result of a broken home. Jack recently completed the first
year of a term as a trustee of the home.

Jack is the founder/principal of Mid-Georgia Respiratory
HOMECARE. His specialties include chronic long-term
ventilation, sleep, oxygen, and all airway-related 
breathing disorders.  ◆

Jack Clark
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