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Caregiving and Caregiving
Interventions in Mental Illness
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Family caregivers provide significant amounts of
social support to their family members who have
mental illness. My talk today, based upon my
own research and the research of others concerning
families of persons with serious and persistent
mental illness addresses the following four

1. What are the gratifications, burdens and health
effects of caregiving on the family caregiver?
2. What do family members say about their
involvement with rehabilitation professionals?
3. What programs and services have been
developed to address family member needs and
how well do they work?

4. How can we best meet the needs of family
caregivers in the future?

Chronic illnesses affect and involve entire family
system and not just the individual who is ill. As
Lubkin states chronic illness is “the... presence,
accumulation, or latency of disease or impairments
that involve the total human environment for
supportive care and self-care, maintenance of
function, and prevention of further disability” (p.6)
(Lubkin, 1986).

Caregiving has been found to have positive aspects
or gratifications, as well as stresses. For example,
when asked about the gratifications of providing
care to their ill relatives, over three-quarters of
family members of persons with mental illness
reported loving him/her, being happy to do things
for him/her, enjoying being with him/her, and
feeling that he/she is an important part of the
family members’ life (Tessler & Gamache, 2000).
Clients can be care providers to their family
members as well as recipients of care. Almost
two-thirds of the family caregivers in the Tessler
& Gamache (2000) study reported receiving some
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benefits from the client, for example, giving
companionship, giving news about friends and
family, listening to their problems, and helping
with meals and shopping.

However, research over the past two decades with

families of adults with serious mental illness have

identified a number of significant problems as

follows, faced by family caregivers:

® Managing their mentally ill relatives’
symptomatology and behaviors.

® [solation of caregivers due in part to the stigma
of mental illness.

¢ Interference with personal needs of family
members.

® [nability of the client to carry out the tasks of
daily living.

® Problems with clients’ use of medications.

® [ack of involvement in their relatives’ treatment.

® Failure to validate family perspectives on
behavioral problems of clients.

® Lack of sufficient interaction and assistance
from mental health, substance abuse, and human
service professionals.

® Inadequacies of treatment systems for mental
illness and especially, treatment systems for co-
occurring substance and mental disorders.

® Not having enough informal support in
providing care to their relatives with mental
illness, even for those caregivers with strong
overall social networks.

e ack of adequate information about their family
members’ illness.

e Lack of respite from family caregiving
responsibilities (Biegel & Wieder, 2003; Biegel
& Schulz, 1999).

* David E. Biegel, PhD. - Henry Zucker Professor of
Social Work Practice and Professor of Psychiatry and
Sociology Co-Director, Center on Substance Abuse and
Mental 1llness - Mandel School of Applied Social Sciences,
Case Western Reserve University.




Many family caregivers of adults with serious
mental illness report significant levels of caregiver
distress (burden and depressive symptomatology).
Caregiver distress is impacted by stressors relative
to the client’s illness as well as social factor’s (i.e.,
stigma) related to mental illness. Given the chronic
nature of mental illness, burden on families can
continue for long periods of time, at varying levels
of intensity. Family caregivers may also be at
increased mortality risk. A recent study of spouse
caregivers of persons with Alzheimer’s disease
who were providing care and experiencing
caregiver strain had mortality risks that were 63%
higher than non-caregiving controls (Schulz &
Beach, 1999).

It is important for rehabilitation professionals to
help address issues of family caregiver distress.
Family caregivers are a principal provider of social
support to their ill family members. If the caregiver
is distressed, she/he may not be able to provide
this support to their ill family member. In addition,
stressed caregivers face health risks due to the
stress of caregiving. In order to intervene to help
family caregivers, professionals need to understand
the causes of family caregiver distress.

Together with colleagues, I have conducted
research studies of the predictors of burden and
depressive symptomatology of lower
socioeconomic family caregivers of adults with
serious mental illness (Biegel, Johnsen, & Shafran,
1997; Biegel, Song, & Milligan, 1995; Song,
Biegel, & Milligan, 1997). Findings from this
research indicate that caregivers experience low
to moderate levels of burden and high levels of
depressive symptomatology (42% of Caucasian
caregivers and 28% of African-American
caregivers were at risk for clinical depression).
Burden of family caregivers was predicted by
greater frequency of client behavioral problems
and lower perceived support from family members.
Depressive symptomatology was predicted by
lower social support and higher burden.

i —

A number of studies have focused on the
relationship between family caregivers and mental
health professionals. When asked what they want
from mental health professionals, family members
are very clear and consistent in stating their needs:
¢ Informaton about specific techniques for
managing family members’ behaviors.
® Practical advice and assistance in caring for
their family member with mental illness and
help caring for themselves.
¢ Information about community resources.
e Desire for involvement in clients’ treatment
planning and decision making decisions.

Twenty five years ago families reported problems
concerning insufficient knowledge/information
about mental illness, and insufficient contact with
mental health professionals. Today, though policy
makers believe the family involvement in the
design, implementation and evaluation of mental
health services is desirable, family involvement
in the treatment of their relatives with mental
illness is still the exception rather than the rule.
My research studies have found that about one-
quarter of families reported no contacts at all within
the past six months with mental health professionals
who are providing care to their ill family members.
Over one-third were not given information about
mental illness and more than half were not
consulted concerning their family members’
treatment. Almost two-thirds were not given any
advice or assistance about their own care needs
(Biegel, Song, & Milligan, 1995). These findings
are reinforced by a recent study that found that
families were not satisfied with the amounts or
types of contacts they had with professionals
(Tessler & Gamache, 2000).

A variety of interventions, such as support groups,
educational programs, psychoeducation groups
and individual family support have been developed
over the past two decades to help address the needs
of family caregivers of adults with serious mental
illness. A recent review that colleagues and 1
conducted of the effectiveness of these interventions
found the following:



e All intervention modalities reported reductions
in caregiving burden except the support group
modality.

¢ Burden reductions in educational interventions
were short-term but were longer lasting in
psychoeducation interventions.

e Family functioning increased in education and
psychoeducation interventions, but not in support
groups.

® Few studies examined changes in caregiver
mental health status—depression, anxiety,
psychosomatic symptoms. There were
improvements in these variables in the education
and psychoeducation interventions.

® All modalities except for Individual Family
Support showed positive changes in internal
coping strategies, though this was differentially
measured. These changes were the strongest in
the education and psychoeducation interventions.

® Decreases in client symptomatology were
associated with education and psychoeducation
interventions, the only studies that measured
this outcome. These changes persisted only in
interventions of longer length.

e Family attitudes toward, and their relationships
with, clients improved in the education and
psychoeducation interventions (Biegel,
Robinson, & Kennedy, 2000).

In conclusion, there are a number of things that
rehabilitation professionals can do, now and in the
future, to address the needs of family caregivers
of adults with serious mental illness. First,
rehabilitation professionals can work to increase
involvement of families in the mental health
treatment of their ill family members. In doing so,
barriers to family involvement, such as
confidentiality, and lack of knowledge by
professionals of family needs and issues must be
addressed.

Second, rehabilitation professionals help address
barriers to involvement by families in family
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interventions. Availability of programs for family
members does not guarantee their use by family
members due 1o barriers such as lack of awareness
of programs by families or fear of using such
programs due to the stigma of mental illness.
Rehabilitation professionals can help address these
problems through the use of community-based
strategies that involve gatekeepers and community
groups. The lack of referrals by clinicians to family
support organizations should also be addressed.

Third, families should be provided more
infor mation about mental illness and
should be given concrete advice about managing
their relatives’ illness, especially behavioral
problems associated with the illness. Behavioral
problems of clients is the strongest predictor of
caregiver distress, yet many families don’t know
what to do to address such problems.

Fourth, interventions for families, especially
evidence-based interventions, need to be more
widely adopted by rehabilitation professionals.
Interventions for family caregivers have not been
widely adopted as standard practice by most mental
health systems in the U.S.; so once again, the issue
of barriers to adoption must be addressed.

Fifth, rehabilitation professionals need to be
realistic about what specific interventions can
accomplish. Too often, interventions promise more
than they can deliver or are not focused on
addressing the important determinants of the
problems they are designed to mediate.

Sixth, there is a need for a variety of different
types of interventions for family caregivers; one
size does not fit all. The focus of education and
psychoeducation interventions should be on client
behavioral problems in order to help address the
major predictor of caregiver burden. Though
support groups did not affect levels of caregiver
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burden, family functioning, or caregiver
depression, they did increase caregiver social
support and caregivers were positive in their
evaluation of these groups. Thus, such groups can
play an important role in addressing the isolation
of families.

Finally, psychoeducational interventions
interventions need to be more widely used by
public mental health systems; multi-family
interventions are cost-effective and efficacious
(McFarlane, 2002).
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Community music therapy is a growing movement
which takes many forms in both the United States
and Israel. This article discusses one model of
community music therapy in the United States,
the Music Therapy department at The Cleveland
Music School Settlement.

Founded in 1912, The Cleveland Music School
Settlement is a Community School of the Arts.
In the late 19" century Community Schools of the
Arts evolved from the settlement house movement
that offered language, culture and arts services to
new immigrant families. This sub-sector of the
nonprofit arts world has several characteristics,
including high-quality arts instruction by
professional artists; access to programs regardless
of age, or ability to pay or play; and community
outreach and service to the community, often in
partnership with other educational, cultural and
social service organizations.

The mission of The Cleveland Music School
Settlement (CMSS) is “to provide arts experiences
which promote creativity, inspire success in
education and transmit positive cultural values for
the development of healthy communities”. CMSS
began with the Performing Arts department, whose
goal is to “foster a life-long appreciation and love
of the arts,” offering “quality arts instruction and
performance opportunities in instrumental music,
vocal music and Suzuki”. In 1955 work began to
establish the Settlement’s Early Childhood
department, which encompasses numerous
“programs designed to benefit children’s
intellectual, emotional and creative development”.
The arts are woven into all the children’s
experiences, making this a unique educational and
social setting.

In 1966 CMSS’s Music Therapy department was
established. Music therapy is the “clinical and
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evidence-based use of music interventions to
accomplish individualized goals within a
therapeutic relationship by a credentialed
professional who has completed an approved music
therapy program” (American Music Therapy
Association, 2004). It combines music and
therapeutic techniques to improve the psychosocial,
cognitive, emotional and physiological well-being
of children and adults facing a wide range of life's
challenges. Our Board-Certified music therapists
assist clients in addressing their need for self-
expression by fostering creativity and musical
skills using both traditional and adapted
instructional techniques; increasing communication
through individualized programs for specific
language needs; enhancing socialization by
focusing on behavioral needs and understanding
in individual or group situations; strengthening
motor development through the motivating use of
instruments and movement experiences; improving
cognition skills based on an individual's assessed
learning process; and/or managing pain and
reducing anxiety using music-making, music
assisted relaxation and other methods.

The CMSS Music Therapy program has been a
pioneer in serving people with special needs.
Presently employing 10 music therapists, it is one
of the largest programs in the country and the
most comprehensive in the state. It was the first
community-based program of its kind and the first
to provide services on a contractual basis. Not
only do we offer individual, partner and group
music therapy sessions for clients of all ages and
levels of functioning at our main campus, which
is located in the heart of the cultural center of
Cleveland, but we have developed partnerships
with many other community agencies to offer
expanded services to their clientele:

*Ronna S. Kaplan, MT-BC - Director of Music Therapy,
The Cleveland Music School Settlement, Cleveland, Ohio
USA.



e Public or alternative school systems, serving
children and teens with special needs, including
autism, severe emotional disturbance,
developmental and multiple disabilities;

® Early childhood and day care centers, enhancing
cultural programming for children who are
“typically developing” or may be “at-risk™;

® Social service agencies, working with diverse
populations including homeless men, women,
and children; men in a forensic program, some
with substance abuse and/or mental illness
issues; adult day care clients with developmental
disabilities or Alzheimer’s disease and other
dementias; adults in a skilled nursing facility;
adults with physical disabilities in a workshop
setting; and children in a residential treatment
center; and

e Hospitals, serving patients with chronic or
terminal illness in palliative medicine and
hospice settings; patients with severe burns;
and infants, toddlers, children and teens with
a variety of rehabilitative issues.

While Music Therapy services at the Settlement
are data-based, our therapists are skilled at using
a variety of approaches to best fit the needs and
learning styles of our clients. Our music therapists
are actively involved in research related to the
effects of music therapy interventions. For
example, we recently participated in a study
examining the effects of playing recorded lullaby
music on the hospital length of stay, days of
oxygen use and daily weight gain of premature
infants. Currently we are investigating the use of
music therapy before, during and after dressing
changes for patients in a hospital burn unit; as
well as the effects of music therapy on hospice
and palliative medicine patients’ perceptions of
anxiety, fatigue, pain, shortness of breath, etc.
We are also comparing the use of traditional group
therapy with the use of group music therapy for
children in a residential treatment center.
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Why is music therapy so unique and successful?
First, music possesses certain characteristics:
Music is a “universal language” and it occurs
naturally in our environment in many settings. It
is a socially appropriate activity and leisure skill
and is enjoyed by most people, especially children.
It provides a predictable, time- and reality-ordered
structure, with its rhythm, form, melody, harmony
and other elements.

Secondly, music therapy serves many important
purposes: It aids “self-organization” and self-
expression and provides opportunities for
experiences in relating to others. Not only does
music therapy build a connection between the
client and the music, but it fosters relationships
between the client and music therapist and the
client and his/her peers. Music therapy also offers
participation at each individual’s own level, with
the music therapist adapting music experiences to
fit whatever the level of functioning might be.
Music therapy may be adapted for group, partner,
or individual experiences as well. It may reinforce
non-musical skills, such as speech, language and
mathematics. It may give people with disabilities
who are not necessarily disabled in their musical
skills a chance to excel.

Music may be used in a variety of ways in
therapeutic settings: Music may be seen as a
setting for the therapeutic intervention and change,
where the structure of the music experience itself
sets up the opportunity. For example, at the end
of a verse of a song, it may be time to pass an
instrument to someone else. Music may be a
carrier of information, with the song lyrics giving
directions, e.g., “If your name is . play
the drum.” The music may serve as an extra
auditory stimulus or cue. A change in the music
may signal a change in response, ¢.g. a chord is
played to instruct one to change instruments, or
playing of quarter notes may indicate walking,



eighth notes signal jogging, and low notes cue to
touch the floor, and so on. The music may be a
motivator or reinforcer for completion of a task
or response, providing a highly preferred activity
upon completion of a less preferred activity. The
music may serve as a learning experience, a
background for learning, a physical structure for
learning, or a reflection of skills or processes to
be learned. For example, hitting a woodblock is
a similar motion to hitting with a hammer, while
reading music from left to right or from top to
bottom involves a similar process to reading
English sentences or paragraphs. The music may
also serve as a catalyst for discussion or
processing. Song lyrics or musical form may
prompt discussion and analysis of relevant issues
in clients’ lives and provide opportunities for
problem-solving and goal-setting.

The following case examples illustrate two
community music therapy stories:

G., a 12-year-old boy with autism, has participated
in music therapy since he was 4 years old. He is
nonverbal and can be physically aggressive to
others. Through music therapy he has made great
gains in his behavioral/psychosocial skills,
including decreasing his aggression, increasing
the variety of instruments with which he interacts
and the length of time he spends manipulating
them, staying in the area, compliance with choice
of instrument he or the music therapist makes,
turn-taking with the music therapist during music
activities, and increasing the amount of the session
spent in “joint attention” with the music therapist
(hiding and finding a bean bag, sharing an
instrument, playing and passing an instrument
back and forth).

G has also improved in expressive communication,
increasing his use of signs for “more,” “finished,”
“help,” and “my turn.” He now uses an
augmentative communication device or points to
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pictures to choose instruments and songs from
movies/musicals. In terms of receptive
communication he has increased in his willingness
and/or ability to follow one-step directions such
as “‘pick up,” “take out,” “put in,” “give me,” etc.
or two-step directions, such as “pick up the maraca
and put it in the box,” or “stand up and go get
your shoes.”

¥¥ 4L LT

G has expressed a range of emotions through music,
from sitting or lying on the floor crying and
vocalizing in the key of C minor, with the music
therapist then entraining her improvised piano
playing, matching his tempo, key, and dynamics;
to laughing and running joyfully about the room,
stopping brietly to try to balance a drum mallet on
the drum head or to strike the chime tree, again
with the music therapist entraining her improvised
piano playing to his vocalizations and moving, and
singing about what G was doing. G greatly enjoys
sitting under a parachute waved by the music
therapist and G’s aide after he has stayed in the
designated area to play his chosen instrument and
song. Not only has he participated in these ongoing
individual sessions but he has been successful in
joining in a music therapy group 3 times/year, with
support from his music therapist.

Y, a 17-year-old teen with spina bifida, has
participated in individual music therapy sessions
for a number of years. Early on, his grandmother,
who is raising him, noticed a strong musical interest
and aptitude within him. He sings in tune, plays
by ear and has perfect pitch. He recalls in what
key a song was previously played and instinctively
feels or knows when to make a chord change in a
song accompaniment. He has made amazing gains
in the area of fine and gross motor skills and eye-
hand or eye-foot coordination. At a young age his
attention span was very short and he had great
difficulty matching letters from even one line of
a song sheet to letter stickers on piano keys. He
played with only one finger on each hand. Now,
however, he has progressed to playing entire songs
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or pieces on the piano with multiple pages of
traditional music notation with letter names and
finger numbers written in, isolating all fingers on
each hand. He plays “warm-ups” and scales in a
variety of keys and practices independently at least
once a week at home, listening to a practice tape
the music therapist recorded for him, breaking
down each of his chosen classical pieces by phrases
and then gradually increasing to two phrases at a
time, 4 at a time, and so on. He is also able to play
piano duets with the music therapist and records
them to listen again at home. In addition, he plays
and accompanies his own singing on the autoharp
and on the guitar with the use of an “E-Z Chord”
device. Y writes weekly emails to the music
therapist, in response to her questions regarding
his favorite composers, thereby gaining further
fine motor skills on his computer keyboard. He
is also extremely motivated by playing the drum
set and has expanded the complexity of patterns
he can play from using one or both hands to using
hands and feet, with up to six components of the
drum set. He maintains a steady beat and
remembers each pattern that goes with a particular
song or portion of a song.

Y’s expressive language has increased in regard
to his making commeunts or giving compliments
after playing a song or piece. Initially he always
simply said something was “good” or “nice,” but
recently he has expanded the variety and length of
comments he makes, e.g. “That was excellent” or
“You did a great job!”

Individuals are referred to the CMSS Music
Therapy program from a variety of sources: They
may refer themselves or may be referred by family
members, caregivers, doctors, nurses, social
workers, or other therapists or medical
professionals; teachers or other school personnel;
or friends. What has been outlined above has
been mainly the model of direct service music

therapy, but music therapists may have other roles
hat fall on a continuum of service. The reader
should keep an “open mind” and think creatively
about how best to utilize these services, which also
include:

e Consultation to music teachers, classroom

teachers or other therapists to teach interventions,
provide materials, etc.

e Bringing in a “typically developing peer model”
as a partner in music therapy.

e Small group music therapy with clients with
and without disabilities together (reverse
mainstreaming).

¢ Combining mainstreaming/inclusion in regular
music class or group with music therapy.

e Mainstreaming/inclusion in regular music class
or group only.

e The music therapist as a participant in a
“transition plan” for a student or client.

For further information, you may consult
www.musictherapy.org, www.thecmss.org,
www.nationalguild.org, or the author at
rskaplan @thecmss.org or Dorit Amir, DA,
ACMT, at Bar Ilan University.
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