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INTRODUCTION

The fourth Administration on Aging (AoA) caregiver listserv session, “Caregiver Education,
Training, and Counseling,” took place from July 31-August 10, 2001. The listserv session
provided the aging network participants an opportunity to share information and ideas regarding
the need for caregiver education, training, and counseling, as well as issues around the
implementation of services and programs to support these needs. Ron Toseland, Ph.D., Professor
and Director of the Institute of Gerontology at SUNY Albany, served as the research resource for
this session.

BACKGROUND RESEARCH

The listserv session began with a background paper authored by Ron Toseland and Tamara
Smith (Research Associate at the Institute of Gerontology at SUNY Albany) entitled,
“Supporting Caregivers Through Education and Training.” The paper underscores the need for
caregiver education, training, and counseling programs to support caregivers and ease the
negative effects that caregivers often experience such as social isolation, financial worries,
family conflict, and changing emotional health. An important consideration in designing and
planning these services is to identify what population the program is being designed to serve: a
broad population of caregivers or a specific subpopulation of caregivers. Although a program
targeted to a broad population has the advantage of reaching a wide audience, it does not allow
for the dissemination of specialized information and knowledge useful for specific
subpopulations. Toseland suggests that programs designed to serve specific populations can be
targeted based on: the nature and extent of care recipient disability, the relationship of the
caregiver to the care recipient, the gender of the caregiver, and the race or ethnicity of the
caregiver. In addition, programs can be designed to target special caregiving populations such as
grandparent caregivers.

Toseland describes the various types of training and education models as follows:

e Community workshops and forums. Often single session educational events, these
programs focus on community resources, caregiving skills, and psychological and social
issues. Sessions are often held at health fairs and senior expos and range in length from one
hour to one day.

e Lecture series followed by discussion. For a lecture series, a leading clinician speaks on a
specific topic of interest, e.g. a pharmacist may be brought in to discuss prescription drug



management. This presentation is followed by a question and answer period, or small or large
group discussions.

e Psycho-educational, skills building, and support groups. Often small group sessions,
these programs range from long-term unstructured support groups to short-term structured
groups. Long-term groups usually aim to educate members through information sharing and
encouraging reciprocal help and self-help among members. Short-term groups frequently aim
to educate members about caregiving resources, and teach problem solving and coping skills.

e Individual counseling and training. Individual counseling is often done within a health or
human service organization or in the caregiver’s or care recipient’s home. The focus of the
counseling includes diverse topics such as: emotional reactions to chronic illness, family
conflict resolution, personal care skills, problem solving skills, behavior management skills,
information about caregiving resources and services, and care coordination and care
management skills.

e Family counseling. Practitioners in various health and human services counsel families on
how to sustain their loved ones in both community and institutional settings and how to
interact with formal care providers.

e Care coordination and management. Care coordinators and managers educate caregivers
on ways of performing their roles as caregivers more effectively. In addition, they teach
caregivers how to interface with formal caregivers.

e Technology-based interventions. Technology assisted education and training methods
include telephone-mediated groups, computer-mediated groups, and video-conferencing.
These programs allow caregivers in rural areas, as well as those unable to leave the care
recipient long enough to attend traditional education sessions, the opportunity to gain
knowledge regarding their role as caregiver.

Although there is a lack of definitive evidence as to which types of caregiver education and
training models are the most efficacious, current research suggests that multi-component
programs are more effective than single-component programs. In addition, individual training
sessions are helpful for caregivers dealing with emotional problems whereas group training
sessions are useful in building social support. Both individual and group sessions have been
shown to decrease caregiver stress.

In planning and implementing caregiver education and training programs, it is important to
consider strategies of recruiting participants. Some frequently used recruitment methods include
direct contact with the caregiver, mailed and posted announcements, television and radio
announcements and programs, and press releases. Although direct contact is one of the most
effective methods, it can be expensive; however, a feature newspaper story is often an effective
and inexpensive way of recruiting caregivers.

In addition, program planners must also make specific efforts to target minority caregivers given
the history of low minority utilization of services and participation in intervention studies.
Several steps can be taken to reach out to minority caregivers including: recognizing minority
caregivers’ need for assistance; hiring providers with an ethnic and linguistic background similar
to the caregivers being served; working with health, human service, civic, and religious
organizations known and trusted by the caregivers being served; and presenting material in a
culturally sensitive manner.



It is also suggested that implementation of these services should be monitored through the use of
audio-taping or video-taping group sessions. These tapes can then be used by the trainers to help
improve their program implementation skills. Furthermore, it is recommended that evaluation of
education and training programs be guided by the goals of the program. At a minimum,
caregivers should evaluate the instructor and usefulness of the program, as well as the least and
most helpful aspects of the program, and what issues were not covered that should be covered in
future programs.

*The full paper as it appeared in this listserv session, including a list of recommended resources
on caregiver education and training, can be accessed through the AoA webpage, Implementing

the National Family Caregiver Support Information, at:

http://www.aoa.gov/carenetwork (Click on “Program Development Issue Briefs”)

AGING NETWORK RESPONSES

Listserv participants responded enthusiatically to this paper, stating that “it was the most
comprehensive and useful summary of the topic” seen to date and that it “read like a how-to for
those of us struggling with development of our NFCSP systems.” Participants pointed out that
offering different types of education and training models provides the opportunity for caregivers
to choose a program that matches their learning style. One participant noted that effective
recruitment strategies are essential because many spouses do not recognize themselves as
caregivers, and thus do not seek supportive services. An inquiry was made as to whether other
states had a job description for hiring a Family Caregiver Support Coordinator to provide
caregiver care management. A Washington AAA representative responded that they have three
such individuals. For a job description, the representative suggested contacting them at
jjohnson(@crisisclinic.org, catharinewu@kinon.org, or eileenM@seniorservices.org.

Several representatives shared their state and local plans for developing caregiver education and
training programs. A representative from Alaska noted that the Alaska Commission on Aging
(the State Unit on Aging in Alaska) issued a Request for Proposals (RFP) on Family Caregiver
Outreach and Support Program Development. The RFP can be accessed at
http://www.alaskaaging.org. A representative from Louisiana stated that they were in the process
of developing a RFP that would use Toseland’s recommended guidelines for the education and
training components. In response to a participant’s inquiry if there are any specific questions
that should be used in evaluating these services in rural areas, Toseland recommended that
evaluation questions should be driven by the program goals.

A participant from New Jersey shared her AAA’s plan for developing a unique technology-based
intervention. For this program, “telehealth” technology will be used to link caregivers to support
networks, educational presentations, and, in the case of long distance caregivers, directly to the
care recipient. A partnership has been established with a local hospital and the VNA to help
locate caregivers that are most in need of this type of support to participate in this innovative
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program. The AAA is beginning to design outcome measures that will be incorporated into the
overall program planning and implementation.

Representatives from Washington and Illinois shared plans to use a program called, Taking Care
of You: Powerful Tools for Caregiving, developed by Vicki Schmall of Legacy Health Systems
in Portland, Oregon. The program is designed to provide caregivers with tools to increase their
self-care and confidence in handling difficult situations, emotions, and decision making. The
program was modeled after “Chronic Disease Self-Management Programs,” developed by Dr.
Kate Lorig at Stanford University. An Illinois AAA awarded a one-time grant for FY 2002 to a
provider to use the “Taking Care of You: Powerful Tools for Caregiving” model and awarded
two additional grants to caregiver training programs that will use different models. In King
County (Seattle area), the AAA contracted with two local organizations to provide the program.
Respite services will be available for caregivers to enable them to attend the training sessions.
The providers can be contacted at jlcrosby@prninc.net and mariannel.@seniorservices.org for
more information.

The Seattle-King County AAA representative noted that they have now contracted their NFCSP
dollars out to the community providers and have also allocated $122,000 of NFCSP dollars to
their existing State Respite program. The following is a description of the specific project
descriptions:

NATIONAL FAMILY CAREGIVING SERVICES

AGENCY PROJECT DESCRIPTION CONTACT
(For services, please (For program
contact the Agency web i nformati on,
site.) pl ease use

this contact.)

Seni or Servi ces Provide the main entry point for Caregivers who are Ei | een Mirphy
WWW. seni orservices.org | caring for adults with disabilities and who are age ei | eenM&eni or
60 or older; as well as, Kinship Caregivers who are services.org

age 60 or older and caring for children under age 19.
Information, Referral and Assistance Services through
the Senior Information & Assistance call centers.
Extend the access hours for | & A calls. Provide the
| ead coordination for all the Caregiver providers in
Ki ng County, including hosting the NFCSP ki ck- of f
event for King County. Devel op a conprehensive nedia
canpai gn and a conmunity outreach effort in

col l aboration with the Healthy Aging Partnership

(HAP), which uses the easy-to-renmenber 1-888-

4El ders. Qutreach will be conducted primarily through

40 congregate neal sites, 35 Senior R ghts Assistance

sites and 9 Senior Centers, countyw de.

Caregi ver Specialists will:

. Identify caregivers through community outreach,
education and coordi nation with other providers.

e Cross train Qutreach and Infornation Specialists
who in turn will

. Provide direct service to caregivers on site.

e Use |laptop conputers to access the conprehensive
resource database in order to assist caregivers
in accessing services, etc.

e Provide limted in-hone assistance.

e Conduct community and workpl ace educati onal
wor kshops for caregivers.

Devel op additional Caregiver conponents for the

Senior | & Alibrary.

Enhance the Caregiver web site.

Devel op an interactive web page: "“ Caregiver Journal

Exchange” .

Provide a range of “ Supplenental Services” such as
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Transportation, hone nodifications, assistive
devi ces, nedical equipnent, financial help for non-
covered prescription costs, etc.

Crisis dinic

wWww. crisisclinic.org
Both State and Federal
funding enables them to serve
Caregivers who care for
persons, age 18 or older.

Provide the main entry point for Caregivers caring

for adults with disabilities, age 18 or ol der.

Information, Referral and Assistance Services through

the Community Information Line (CIL), 24-hour access,

seven days a week.

Car egi ver Program Specialist will:

e Trains all the “ | & R" specialists regarding
Caregi ver needs and servi ces.

e Provides in-person Caregiver Support.

e Arranges for Energency Respite Care, when
necessary.

Devel op and nmaintain a Caregiver website.

Provi de cal | back tel ephone support to caregivers.

Continue Caregiver outreach and publicity.

Jul i e Johnson
jj ohnson@ri si
sclinic.org

Kin On Fanily Support
Center

www. ki non. org

Both State and Federal
funding enables them to serve
Caregivers who care for
persons, age 18 or older.

Expand the outreach to community groups, Chinese
religious groups, and other gatekeepers. Train

vol unteer caregivers recruited through Care Team
mnistries in basic caregiving techni ques, howto
access services, and support of famly caregivers.
Devel op a training manual for Chinese Caregivers.
Eveni ng and Weekend coverage for Kin On supervisors
Avail abl e to caregivers and service providers (8:30
AM — 9: 00 PM seven days a week).

Devel op a bilingual Caregiver’'s web site (Chinese &
Engl i sh).

Col  aborate with City of Bellevue, Overlake Hospital
and ot her Eastside providers to organize an Asian
Car egi vers

Heal t h Awar eness Conf erence.

Initiate an Asian Caregiver Alliance for King County
that will plan a Caregiver Conference, devel op
Caregi ver training curriculumand advocate for
of Caregivers.

needs

Cat harine Wi
cat hari newu@i
non. org

Chi nese | nformation
Service Cir.
WWW. ci sc-seattle.org

Qutreach to potential Chinese caregivers through hone
visits, nmeetings with Chinese Associations, business
and church groups. Special outreach efforts will be
nmade in East King County.

Car e managenent support.

Respite Pronotion and Pl acenent.

St ephen Lam
st ephen@ el epo
rt.com

Over | ake Hospital
www. over | akehospital .o

rg

Qutreach to infornal
East si de churches.
Expand di stribution of Caregiver naterials devel oped
for the Eastside.

support networks through the

Debbi e

Ander son
dander so@ver |
akehospita

I n-home counseling to fam |y caregivers in Bellevue, l.org
Rednond, Mercer |sland, |ssaquah, Sno-Valley and
North Bend.
Devel op a Bel | evue-based Caregi ver support group
Al zhei ner’ s’ Qutreach to unpaid caregivers of persons with Mar k Buckl ey

Associ ation
www. al zwa. or g

Al zhei mer’ s.

A “ Care Consultant” will establish a relationship
with fanmilies caring for a person with Al zheiner’s
and devel op a needs assessnent.

Develop a “ care plan” with both short and long term
goal s, and provi de on-goi ng probl em sol ving and
followup wth fanilies.

mar k. buckl ey@
lz.org

Pr of essi onal
of

Nur si ng

WWW. pr ni nc. net

Regi stry

Provide training for unpaid caregivers, when slots
are available, for each of the Training prograns
avail able to paid caregivers.

Provi de special training for unpaid caregivers
through the “ Taking Care of You: Powerful Tools for
Caregiving” .

Jerry Crosby
j I crosby@rnin
c. net

Interfaith Vol unteer Recruit and Train new Vol unteer Caregivers in order Sally Farrell
Car egi vers to increase the nunber of conmunity residents who may | sfarrell 2@rov
wWww. provi dencenari anwo | be served. i dence. org
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od. org

Trai ned Vol unteers wll
Transportation,

provi de assistance with
shoppi ng, errands, |ight

housekeepi ng, compani onship, short respite care and

yard work.
East si de Adult Day Devel op a support group for caregivers in the Geater | Paul a Hardy
Servi ces I ssaquah and Sammani sh Pl ateau communiti es. pdhar dy @er ve.
ww. eadsdayheal th. org Devel op a caregiver resource center at the Sanmmani sh net

Pl ateau site, which can be used independently or with

consul tation froma trained staff menber.
Evergreen Heal thCare The Geriatric Regional Assessment Team (GRAT) will Kar en Kent

www. ever gr eenheal t hcar
e.org

provi de therapy services, (one to five sessions
between 45 and 75 minutes) to isolated caregivers
that are unable to access nental health services

el sewhere. They will focus on high stress,
depression, abuse or donestic violence, grief from
the loss or decline of |oved ones.

kkent @ver gree
nheal t hcare. or

g

Nor t hshor e Seni or
Cent er
www. hal cyon. coni seni or

Expand current support groups to include the Kirkland
Seni or Center.

Extend the Heal th Enhancenent Program (HEP) to
caregivers in order to increase support for

caregi vers.

Caregiver training: two series of six week classes on
“ Taking Care of You: Powerful Tools for Caregiving”
Counsel i ng and energency consultation for caregivers
in a state of chronic or acute distress.

Mar i anne
LoGerfo

mar i anneL@eni
orservices.org

Ki ng County Housi ng
Aut hority

ww. kcha. or g

Both State and Federal
funding enables them to serve
Caregivers who care for
persons, age 18 or older.

Coordi nated Caregi ver services for residents and
caregivers in the 23 King County Public Housing

resi dences.

I ndi vi dual consultations, including assistance with
probl em sol ving and deci sion making related to
caregiving roles. Provided by the Support Services
coordinators, including referrals to support groups,
respite care and the Cormmunity Information Line (CIL)
at Crisis dinic, which provides 24-hour access to
caregivers.

Meetings at each of the 23 KCHA residences for
caregi vers; informational and resource mailings
provided in all the major |anguages including

Russi an, Vi etnanese and Korean.

Cassandr a
MIler
Cassandr aMa@xCH
A org

(Grandparents and

KINSHIP CAREGIVING
other relatives, age 60 or older,

caring for grandchildren)

Children’s Services of
Sno- Val | ey
WWW. CSSV. Or g

Devel op a |l ocal nedia canpaign, brochure to do
outreach and recruitment 1 n the Snoqual m e Valley,
North Bend and Duvall areas of King Co.

Assess the needs of current and new participants.
Assist in accessing information, referrals to

prof essi onal services such as |egal.

Assist with funds for individual famly needs; i.e.,
summer canp, school break activities, supplies,
athletic

costs.

Provi de Kinship Caregiver support groups.
Provide Child support groups.

Nancy Wit aker
nwhi t aker @ssv
.org

Sout heast Youth & Provi de an eveni ng support group. Jeri Wiite
Famly Serv. Wor kshops on a variety of specific topics unique to j rwhiteseyfs@
www. scn. org\civic\seyo | Kinship Care providers, such as Finance and Budget, swest . net
ut h\ Respite and Child Care, Child Devel opnent, Raising

m xed race children, health, legal, nutrition,

donestic viol ence, signs and synptons of drug use,

stress managenent, etc.

Qutreach and care managenment to assist kinship

caregivers in accessing necessary services.

Referrals to counseling, nedical, housing, etc.
Atlantic Street Center Provide professionally facilitated therapeutic adult Tansen
www. at | anticstreet.org | support groups and children’s social skill groups. Spengl er

Educat i onal wor kshops on adoption; custody and
guar di anshi p; healthcare and nutrition; econonic and

tamsens@t | ant
icstreet.org
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financial concerns; navigating the school systens;
parenting issues unique to kinship care providers.

Public Health —
Seattle &

Ki ng Co.

www. et r okc. gov/ heal th

Identify and expand services to grandparents and

ot her kin.

Provi de individual counseling for grandparents, with

Speci al enphasis on nental health issues and | earning
Disabilities

Provi de “ system navi gation” assistance for barriers

in the health, education and TANF (“wel fare”)

syst ens.

Abbey Moon-
Jor dan

abi gai | . moon-
j ordan@

met r okc. gov

MINI-GRANTS

U. of Washi ngton
Al zhei ner Satellite

Organi ze and facilitate two (2) discussion groups for
Chi nese- Aneri can caregivers on shared experiences and

Judy Cashman
j udym@. washi n

Both State and Federal needs to deternine the desired services as well as gton. edu
?“mégeﬂﬂﬁesthﬂzﬁcse“@ the barriers experienced by these caregivers in

aregivers who care or H H

porsons, age 18 or older. accessing services.

Provi dence Mbunt Sai nt Pl an and sponsor a one-day workshop for up to 150 Carol Collins
Vi ncent unpai d caregivers of functionally disabled adults 18 cscol I'i ns@r ov
www. provi dence. org\the | years and older. It will provide |ife-enhancing i dence. org
nount strategies and information to inprove the caregiver’'s

Both State and Federal qual i ty of life.

funding enables them to serve

Caregivers who care for

persons, age 18 or older.

Magnol i a Adult Day Provi de additional counseling and support to Vanessa

Cent er caregi vers. Harrol d

Both State and Federal
funding enables them to serve
Caregivers who care for
persons, age 18 or older.

206-283- 0233

Korean Wnen’s

Associ ation

www. kwaonl i ne. com

Both State and Federal
funding enables them to serve
Caregivers who care for
persons, age 18 or older.

Pl an and sponsor two educational sem nars for unpaid
Korean caregivers in the Federal Wy, Auburn and Kent
areas. The focus will be on alternative ways to
strengthen the quality of caregiving for elders and
adults with a disability.

Faal uai na
Pritchard

| uapr kwa@w i n
k.com

M. Si Senior

Cent er/ Snoqual nmi e
Val | ey

Both State and Federal
funding

enables them to serve
Caregivers

who care for persons, age 18
or

older.

Produce a brochure featuring local service providers
who assi st unpaid caregivers of adults with
disabilities. It will be widely distributed

i ncludi ng the Snoqual m e Valley Caregivers Fair.

Rut h Tol masof f
t ol ms@ccesso
ne. com
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