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l. Executive Summary

This report is intended to
provide background information,
experienced-based insights,

case examples, and further
resources for those interested in
enhancing family involvement in

chronic care management.
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AS THE NUMBER OF ADULTS WITH CHRONIC ILLNESS
increases, family members could provide needed support for their
care. Although many providers, health care systems, and policymakers
are interested in developing programs to mobilize family members,
there are few resources to guide them.

This report is intended to provide background information,
experienced-based insights, case examples, and further resources for
those interested in enhancing family involvement in chronic care
management. It draws on the author’s review of published medical
literature, general Web searches, and conversations with program
developers and researchers in the fields of social support and family
involvement in chronic illness care.

A variety of family intervention programs have been developed,

and three of these are described in the report.

®m A couple-oriented education and support program focused on
Y pport prog

goal-setting around osteoarthritis self-help and care;

® A program stressing communication techniques that support

autonomy for patients with heart failure; and

w A technology-enabled program that assists out-of-home family
members in the monitoring of heart failure patients’ symptoms

and test results.

These and many other programs offer insights about the benefits
and cautions that should be taken into account if family involvement
is to succeed. Not all families are equally able to benefit, and not all
family interaction is conducive to healthier outcomes. Experience
from the existing programs suggests that patients/families who want
to engage in care support are most likely to benefit from it, and that
the quality of the pre-existing relationships is an important factor in
success. Experience also illuminates some of the realities of family

involvement in chronic illness care:

w  Some patients with chronic illness have complex self-management

regimens that require ongoing high levels of support;



Some situations and phases of illness require more
support than others— for example patients may
have high support needs at the time of diagnosis,
during flare-ups, or after major events like

surgeries or hospitalizations;

A family’s cultural background can affect its
approach to chronic illness care and interactions

with health care providers.

Designing a family involvement program begins
with several considerations, including: what patients
and families to include; whether it will be integrated
into other programs; who will deliver the program
and in what format; and what will be taught.
Thought must also be given to how the program will
be evaluated so that it can be refined.

Interest in increasing family support for
chronically ill patients is growing, and programs
are being rapidly developed. This trend is likely
to continue for a number of reasons, including:
increasing numbers of patients with chronic disease;
the growing complexity of care; the pressure on
resources for care; and the growing recognition of the
positive effects of family support. Future directions
for family inclusion in care may involve: support
for patients with multiple chronic illnesses; issues of
patients with low health literacy; and cultural and
gender-based refinements in care management.

An appendix to this report includes some
resources for caregivers, patients and families, and
clinicians looking to enhance family involvement in

chronic care management.
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Il. Introduction

THE NUMBER OF ADULTS WITH CHRONIC
illnesses like diabetes, heart disease, asthma, and
arthritis is increasing, and innovations in care for
these patients are being developed at a rapid pace.

As health care providers work toward providing
medical homes and team-based care for chronically ill
patients, it is becoming apparent that family provides
the most important “home” for many patients’ daily
self-management and that family members can play
critical roles in the health care team. Many health
care providers, health care systems, and policymakers
are interested in developing programs to mobilize
family members in the care of chronically ill patients,

but few resources exist to guide them.
This report aims to:

Summarize the reasons why involving family
in adult chronic illness care has the potential to
improve care processes, patient self-management,

and patient outcomes;

Highlight the differences between family
involvement in the care of adults with few or
mild disabilities (the majority of adults with
chronic illness) and caregiving for adults with

significant disabilities;

Outline the specific ways that family can increase
involvement in self-management and medical

management of chronic illness;

Describe examples of programs that involve

family in chronic illness care;

Summarize evidence on the types of patients
and families who may benefit more from family

involvement;
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Provide guidance for the initial design of a family

involvement program;

Guide readers to tools and references that could

be used in a family involvement program; and

Outline future directions for family involvement

program research and design.

This report draws on the author’s review of
published medical literature, general Web searches,
and conversations with program developers and
researchers in the fields of social support and family

involvement in chronic illness care.

What Is Meant by the Words “Family” or
“Family Member”?

The Institute for Family Centered Care defines the
word “family” as two or more persons who are
related in any way—nbiologically, legally, or emotionally.
Patients and families define their families, which can
include neighbors and friends.



lll. Why Involve Family in Chronic Care?

MANAGING CHRONIC ILLNESS IS DIFFICULT
for patients and health care providers alike. To avoid
disease complications and flare-ups, patients are
advised to take medicines on complex schedules, eat
certain types and quantities of food on a daily basis,
be physically active several times a week, perform
regular self-testing (such as checking blood glucose
level, blood pressure, or peak flow), and respond

to changes in their symptoms and test results. In
addition, patients and health care providers manage
frequent medical tests and referrals, and continuously
update the patient’s personal illness management
plan. Patients and providers often find it difficult

to manage these complex routines and frequent
decisions while meeting on average only every three
or four months.

Health care plans and providers have responded
by developing patient support services such as
disease management services, nurse and disease
educator visits, community health worker or health
navigator programs, group visits, and peer support
programs. These services work well to support
some patients, yet health care systems have limited
resources with which to fund these programs and
many patients can't afford the copayments or fees
required to access them. Even when available and
accessible, professional support services still aren’t
enough to improve outcomes in many patients.'
Some patients find it difficult to share their care with
a supporter they are in a new relationship with, and
others need more frequent or intensive support for
self-management than professional and peer support
programs can logistically provide. In a recent survey
of adults with chronic conditions, 39 percent of those

44 and older said they occasionally, rarely, or never

get the help and support they need to manage their
conditions.’

Can family and friends provide the extra support
for care that these patients need? Many patients and
health care providers feel family members have been
overlooked as a source of support for chronic illness
care. Over 70 percent of adults with chronic illness
say they want to increase the support for their care
that they receive from family and friends, and family
members are often eager to find ways of effectively
helping their loved ones manage their health.* In
fact, family and friends have remarkable potential to
support patient self-management and medical care,

for the following reasons.

Family Members Provide the Daily
Setting for Patient Self-Management
Family and friends already affect patient self-
management, since daily eating, physical activity,
and even stress management happen in the setting of
social activities and relationships. Family members
often decide which food to buy or keep around the
house, what food to make for meals, what activities
fit into the family schedule, and how health is placed
among other family priorities. Family members often
provide the emotional support that helps patients
handle the stresses of illness. Friends may play these
same roles, and also influence eating in social groups,
join the patient in physical activities, help patients
maintain their social roles, and help patients avoid
stigma related to their illness.

In interviews and focus groups, patients often
report that family members help lower stress about
self-management and are crucial to patients’ success.

Yet patients also frequently report that families pose
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barriers to achieving self-management goals. For
example, they may be tempted by salty foods kept
around the house, have difficulty finding time to
exercise while fulfilling other family obligations, or
have more symptoms when family members smoke
in the house.’~® In addition, patients report that
chronic illness often strains family relationships in
ways they would like to avoid.”'

Essentially, family and friends create the practical,
social, and emotional context for self-care, making
it easier or harder for patients to achieve their
health goals. If providers can become familiar with
and influence this self-management environment
they may be far more able to facilitate patient self-
management success. Additionally, actively involving
families in chronic illness management could help
patients with strained relationships re-engage with
family members in a more positive and productive

way.

Family Members Already Take

Active Roles in Self-Management

and Medical Care

In addition to providing the context for self-
management, many family members and friends
take on specific roles in managing their loved one’s
chronic illness. Over 50 percent of people with
diabetes or heart failure report that their family

is involved with planning which foods are best

for their health, and about 30 percent of families
get involved with patient medication-taking and
self-testing. Family members are often the first to
notice symptoms such as hypoglycemia, shortness
of breath, and fatigue, and they often help patients
decide how to handle changing symptoms or self-
testing results.'! '3 In general, most symptoms and
illnesses are handled by patients and family members
without consulting a health care professional. When

chronically ill patients do visit a health care provider,
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between 30 and 50 percent are accompanied by
family.'*'> Even among general practice patients,

55 percent would prefer to have a family member
come into the exam room with them.'® Involved
family members often wish they had access to
information and tools that could help them be more

effective in these illness management roles.!”

Family Support Is Linked to

Better Patient Self-Management

and Outcomes

When family members provide support to patients,
patient outcomes improve. Increased support

from family, sometimes called social support, is
associated with better glycemic control for people
with diabetes, better blood pressure control for
people with hypertension, fewer cardiac events

for people with heart disease, and better joint
function and less inflammation for people with
arthritis."®*~?' Family support likely affects these
outcomes through multiple mechanisms. Patients
with higher levels of family support report better
self-management behavior.?* Higher levels of family
support are specifically linked to increased patient
self-efficacy (confidence that they can complete self-
management tasks) and decreased patient depressive
symptoms— both factors linked in turn to better
chronic illness management and outcomes.”~%
Support from family may even affect patient health
directly through lower stress hormone levels and

fewer swings in blood pressure.?



Family Members Are Uniquely Qualified The ultimate goal of most family involvement

to Be Effective Supporters programs is to improve patient health by helping
Family members often have the very characteristics family members become powerful patient allies and
associated with successful professional support of integrated members of the patient’s health care team.

chronic illness self-management and medical care:

w  Family members usually have frequent and

ongoing contact with the patient;

w Family members often share cultural background

and value systems with the patient;

w  Family members often have a detailed and
intimate knowledge of how patients are managing
their disease and the context in which they are

managing it;

w Patient-family relationships and communication
patterns are developed before chronic illness is

diagnosed; and

w Family members often have pre-existing
relationships with the patient’s health care
provider, either because they have been in contact
with the provider or because they are a patient of

that provider themselves.?”

Family involvement programs work with patients,
families, and providers to mobilize and enhance

family support by:

w Tapping into family strengths and addressing

family barriers to self-management;

w  Developing specific and tailored care roles for

family members;

»  Giving family members skills and tools to carry

out those roles effectively; and

w  Developing infrastructure for purposeful family

participation in medical encounters.
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IV. How Is Family Involvement Different

from Caregiving?

THERE ARE IMPORTANT DIFFERENCES
between the roles played by family helping patients
manage chronic illnesses such as diabetes, heart
disease, asthma, and arthritis, and the roles played
by caregivers for people with advanced disability.
Chronic illnesses are reaching younger and younger
adult populations, with the largest growth in adult
chronic illness diagnosis occurring among people
age 44 to 64.%*

The majority of people with chronic illness
can physically and intellectually carry out self-
management tasks and continue to be active in
their workplaces, schools, and communities.
For these patients, the role of family and friends
is to support self-management by facilitating,
reminding, and motivating patients to perform
self-management tasks, partner in problem-solving
and decisionmaking, and help patients handle the

emotional stress of the illness.?**° (See Table 1.)

Because family members of functionally independent

patients do not often directly execute illness
management tasks, family involvement programs
for them focus on a different set of skills than do
caregiver support programs.

Family members of functionally independent
patients also face unique pitfalls when getting
involved. Because most patients are able to and
desire to be independent in some self-management
tasks, involved family may easily overstep boundaries
or offer unwanted help.”’ Family members may be
perceived as nagging or criticizing when trying to
help, or may even cause patients to be less confident
in their ability to care for their own disease.’>* In
fact, patients between 44 and 64 say that chronic
illness strains their family relationships twice as often
as older patients do.** Thus family programs need
to remain responsive to patient preferences, and
involve family members in ways that support healthy
family relationships, patient autonomy, and patient

confidence.

Table 1. Family Roles for Two Types of Chronic lliness Patients*

PEOPLE WITH ADVANCED DISABILITY

¢ Do self-management tasks for patient

¢ Be the proxy decisionmaker and problem-solver if patient is
unable to participate

« Connect patient with outside resources

* Emotionally support patient, with higher likelihood of needing
outside help in dealing with emotional stress of caring for patient

¢ Help patient adapt to new life roles

e Act as medical “proxy”

PEOPLE WITHOUT ADVANCED DISABILITY

e Facilitate, accommodate, remind, and motivate patient
in doing self-management tasks

e Partner in decisionmaking and problem-solving

¢ Help patient find and connect to outside resources

e Support patient in handling emotional stress of iliness
and its care

¢ Help integrate illness care into existing life roles and
support continued involvement in shared social networks

e Assist with patient-provider communication

*Family roles usually fall on a continuum between these two approaches, sometimes combining elements of each. For example, one person may want little help managing medical

appointments but may ask a family member to directly administer their insulin injections.
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V. How Can We Increase Family Involvement?

THE IDEA OF INVOLVING FAMILY IN CHRONIC
illness care is not new. Physicians, nurses, dieticians,
and self-management class facilitators have long
included interested family members in their sessions
with patients. In these settings, family members
most commonly receive information on the general
etiology and symptoms of the illness, and on the
patient’s role in illness management, but family
member roles are often not addressed directly.
Family involvement programs, on the other
hand, directly address the part played by family
members. Most current programs to increase family
involvement in chronic illness care have one or more

of these goals:

m  Assess the current roles and influences of
family members in the patient’s management
of chronic illness, and use this information to

tailor self-management advice;

w Help patients and family members identify
new roles for family in home-based illness

management;

w  Help family members learn skills and
communication techniques that will make

them more effective at helping patients; and

w  Provide structure and tools for family

involvement in professional clinical care.

Efforts to increase family involvement could take
place in any setting where patients receive illness
care or self-management support. For instance,
family members could learn supportive techniques
in a physician’s office, over the phone with a disease

manager, in the family home with a community

health worker, or in an illness-based support group.
This section begins by describing techniques that
could be used in any one of these settings. Then, it
discusses programs that involve family in clinical care

specifically.

Assessing Current Family Roles
and Influences
Asking the patient about the people in their social
network, and the current roles family members play
in the care of their illness, is an important first step
in addressing family involvement in care. Gaining
this understanding alone could lead to better
informed and more appropriate patient counseling
from any care provider. This involves taking a more
complete “social history” —one that describes the
social context within which the patient is dealing
with their illness. Taking this social history may also
help patients become aware of the ways that family
relationships and behaviors are influencing their
disease care. In most cases the patient makes the
best informant, as research shows that the patient’s
perceptions of family behavior and support is more
important to patient outcomes than an observer’s or
family member’s point of view.>> However, family
members who are involved in patient care can be
valuable sources of additional information.
Assessing social context for patients with chronic
illness could include questions about the patients’
social environment (who is important to them and
the quality of those relationships), who influences
the patients’ habits and decisions the most, negative
ways that family may be influencing patient care, and
whether the patients would like more support from

family. (See sidebar on page 10 for sample questions.)
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Sample Questions for Assessing
Social Context of Care

* With whom do you live?

e \Which other people are personally important to
you? These can be relatives, friends, co-workers or
schoolmates, church and/or organization members,
neighbors, or others.

What are your relationships like with [those
identified as most important]?

What are your family members’ health habits like?
For example: eating habits, activity habits, how
stress is handled, smoking, and substance use.

* How do other people help you or get in the way
when you try to eat healthy food?

e How do other people help you or get in the way
when you try to be physically active?

e From whom do you get information about your
illness?

e \Whose opinions are important to you when making
decisions about your care?

* What do your family members think caused your
illness? What do they think makes it worse? How
do they think it should be treated? How have other
people in your family with this illness treated it in
the past?

e Which person is most involved with your illness
care? Do you feel that person is knowledgeable
about the care of your illness? Do you feel that
person is helpful?

¢ When it is time to make a change in your iliness
care, how does your family handle it? VWhat does
your partner do when you have symptoms or health
problems?

¢ Do you get as much help with your care as you
would like? In what specific ways could family or
friends be more helpful to you?

Are family members involved in your care in ways

that don’t seem helpful to you? Is there anything you

would prefer they not do?
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At present there are no validated tools for
collecting information about family influences
on adult chronic illness patients, although family
assessments used by case managers or home-care
providers in other clinical situations could be adapted
for chronic illness patients. In addition, there are
questionnaires designed for research on the quality of
family relationships (such as the Family APGAR) and
family values (such as the Family Environment Scale)
that could be adapted for use in clinical care.?*-38

Questions about family influences can be asked
when the topic naturally comes up in patient care,
or through a more formal assessment before an
appointment or program. They can be asked via
a paper questionnaire, by a medical assistant in a
provider’s office, a disease educator or nutritionist,
during a self-management program or support group
session devoted to discussing family, or over the

phone as part of a disease management program.

Educating Family About lliness and

Its Management

Many family members would like to learn more
about the patient’s illness: its cause, its course, and
its reccommended management. Educating family
members helps insure that their influence over

the patient’s decisions is well informed. However,
existing programs that include family members in
disease education sessions show little or no impact
on patient outcomes.” It is likely that additional
program components directly addressing the family’s
role in illness management are needed to help family
better use the knowledge gained in these sessions.
Educational components can also be incorporated
on an “as-needed” basis into family involvement
programs, or taught to the family by the patients

themselves.



Family Members Set Specific

Support Goals

When family members set goals for getting involved
in care, their desire to increase their support is
transformed into concrete action. As with patients’
personal goals, family goals that are short-term and
specific are most likely to be carried out. Examples of
specific goals are: “I will buy low-salt crackers instead
of saltines the next time I do the family grocery
shopping”; or “I will ask my sister if she wants to go
for a walk with me in the evening two times each
week.” (See sidebar for more examples of family
goals.)

Family members can be guided through the
goal-setting process using the same techniques
health professionals use with patients, including
encouraging realistic goals, assessing family members’
readiness to change, and discussing barriers to
reaching the goal. In some programs, family members
are given a specific goal by the program leader that
complements the patient’s current goals or the topic
of the program session. In other programs, the
patient and family member decide together what
the family member’s goal should be; or the patient
sets a self-management goal, and the family member
subsequently chooses a goal that will support that
patient goal. Yet another model would be for family
members to set goals to improve their own health
(such as through healthier eating and more physical
activity), with the intention of creating a healthier
home atmosphere which would in turn indirectly
support and influence the patient.

It is particularly important for patients and
families to discuss how they will handle situations
that require another person’s help. For example,
family often play a key and necessary role in helping
patients who are confused from low blood sugar
or dizzy from a heart arrhythmia. Because these

situations can be stressful, embarrassing, and even

Examples of Goals for

Family Member Involvement

» | will celebrate with my wife each day that she
completes her arthritis exercises. (encouragement)

e | will ask my husband if he has his pills with him
when we are going out to dinner. (reminding)

e | will keep my cookies in my desk at work, instead
of around the house where my mom will be
tempted to eat them. (creation of a healthier environment)

¢ My dad wants to change his cooking style, so |
will buy him a low-salt cookbook to give him the
information he needs. (facilitation)

e | will go with my sister to the first meeting of her
self-management class, since | know she is nervous
about it, and I'll offer to take notes for her.

(doing illness management together, being a second “set of ears”)

e The next time my brother seems stressed and
discouraged about keeping his COPD under control,
I'll encourage him to talk about it, and listen without
judgment. (emotional support)

¢ The next time my partner seems confused about
how to take his medicine, I'll suggest that he
write down his question and bring it to his doctor’s
appointment. (support for patient-provider relationship)

e The next time my aunt tells me her sugars are
getting higher, I'll offer to look over the numbers
with her to see if we notice any patterns she can
discuss with the nutritionist. (help with problem-solving, support
for patient-provider relationship)

e | will bring low-fat chips when | watch the game
with my uncle and his friends, and help him think
of something witty to say if they tease him about
eating healthier. (help with social pressure, planning ahead for difficult

situations)

e | will watch the kids for the afternoon so my friend
can finally get that test her doctor recommended.
(help with competing obligations)

o |'ll ask our group if they'd mind going to a hotel
instead of a cabin for our vacation, so our friend with

arthritis can still feel like a part of the gang.
(support for continuing social roles)

Sharing the Care: The Role of Family in Chronic Iliness | 11



debilitating for patients, family members and patients
should plan ahead for them when the patient is
feeling well.

Program leaders can assess a family member’s
experiences in trying to reach their goal in follow-
up sessions. It is important to encourage family and
patients to communicate with each other about
the family member’s attempts to be involved. How
helpful does the patient feel the family member is
being? Would the patient prefer that they take on a
different role or offer the help in a different way? The
most important question a family member can ask a

patient is: “How would you like me to help?”

Family Members Develop Effective and
Supportive Communication Techniques
Some programs focus on teaching family members
the communication techniques that are most

likely to be perceived as supportive by the patient,
and the most likely to lead to improved patient
self-management. For example, there is growing
evidence that open family communication about
illness management, healthy family responses to
stressful illness situations, and family support for
patient autonomy are linked to better patient
self-management behavior. On the other hand,
unresolved family conflicts about care as well as
controlling family behaviors are linked to worse
patient outcomes. 0%

Autonomy support has been the focus of several
family programs for adult patients. Autonomy
support emphasizes the patient’s needs, feelings,
and goals as the primary determinant of self-
management success. While family can offer
support, it is the patient who must ultimately
ensure that illness management tasks are carried out.
Therefore understanding the patient’s viewpoint and
supporting self-motivation are most important for

illness management success. Autonomy-supportive
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behaviors include empathic statements that
acknowledge the patient’s feelings and perspectives,
offering choices and providing alternatives, providing
a rationale for advice, and working together

to problem-solve. (See Table 2 on page 13 for
examples.)

Behaviors that are not autonomy-supportive
include using pressure, criticism, or guilt to induce
changes in patient behavior. While urging or
demanding that a loved one change a behavior
dangerous to their health may seem to family
members like the right thing to do, there is evidence
that these techniques can backfire, leading to lower
self-confidence, avoidance of self-management, or
even rebellion by the patient.*> One diabetes patient
said, “I never used to skip my shot, until it got to
the point where every day he'd say, ‘Did you—did
you?’ I got so I wouldn’t do it. It wasn’t good for me,
I knew it, but I didn’t care.” ¢ Family members often
use controlling or overprotective behavior when they
are anxious about handling illness symptoms, or
afraid of what the illness will bring in the future.”4¢
When family members are found to be controlling,
it can be worthwhile to help them assess their
underlying motivation for that behavior.

Focusing on autonomy support can also help
family members avoid the stress of taking too
much responsibility for illness management. Family
members can stop trying to be “health police,” and
often feel liberated from this burden.*»>* Of course,
it can be difficult for family members to know when
they have crossed the line from “helpful reminding
[to] unhelpful nagging.”" This is another reason
that open communication between patients and
family members about support can be so important.
Support techniques may need to be practiced and
refined over time, with feedback from the patient and

professionals.



Table 2. Communication Techniques Linked to Better Patient Outcomes
BEHAVIOR/TECHNIQUE EXAMPLE

Family support techniques linked to improved chronic illness patient outcomes

Showing empathy for patient’s point of view “| know it's hard during the holidays to be around all that food that isn't
recommended on your diet.”

Showing concern “You seem really short of breath today. | am concerned about you."

Offering choices and alternatives to patient “Should we walk this morning or this afternoon?”

“Do you want to help plan our menu for the week?”

Providing rationale for advice given "I remember the doctor explaining that more weight gain in a short time means
you are getting more fluid than your heart can handle. | think we should call
the doctor's office since they may tell you to take an extra water pill."”

Openly discussing illness and directly “This is the second time that you have run out of your important medication.

addressing conflicts about illness care We need to figure out a plan so this doesn’t happen again. | have some
suggestions but first I'd like to hear any ideas you have about how we can
better plan ahead.”

Asking about the patient’s experience of the “What does taking your insulin shot feel like? Now that you've been taking it
illness and developing accurate perceptions for a month, does it still make you anxious?”
of the patient’s feelings and abilities

Focusing positively on successes “Two months ago you could only walk down the street and back. Now you can
go around the block.”

Continuing to plan pleasant activities together “It's tough for us to go walking in the woods like we used to. Why don't we go
as a family for a scenic drive this weekend instead?”

Family support techniques linked to worse chronic illness patient outcomes

Controlling / directive statements “You should go for a walk.”

“You know you can't have that sandwich.”
Criticizing "l don't know why you stopped exercising last week. | don't understand you."

Using guilt “You should be grateful—I worked hard to make this food fit within your diet.
Don't you want to live for a long time?”

Being overprotective of patient "l don't think you should go on that church trip—what if your sugar drops
when you're on the bus?”

Taking responsibility for patient behaviors “l can't believe | let your cholesterol get that high; | should have watched your
or outcomes diet more carefully.”
Ignoring or downplaying patient symptoms “Let's not talk about your pain again today, I'm sure it's not really that bad”

Note: Examples adapted with permission from Patricia Clark and Sandra Dunbar, “Family Partnership Intervention: A Guide for a Family Approach to Care of Patients With Heart Failure”. *
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Programs that teach family members
communication techniques typically give examples
of recommended ways to handle discussions about
illness management, followed by discussion or role
playing. Program leaders often emphasize that this
counseling is not meant to replace psychological
care or to address fundamental problems in family
relationships. Instead, these programs aim to
encourage improved illness-related discussions
and behavior between patients and their family
supporters.

To date, no one has tested whether counseling
from a mental health professional for families with
general dysfunction can improve patient chronic
illness outcomes. However, since families determine
a large part of the emotional and social context in
which self-care occurs, it is possible that referring
troubled families to psychological care could have
the added benefit of facilitating better patient

management of chronic illness.

Involving Family Directly in

Clinical Care Processes

In addition to supporting home management, family
members can also support a patient’s interactions
with their health care provider team. There are
many reasons to involve family in clinical care.
Chronic illness care is complex, and a large amount
of information often needs to be communicated

in short appointments. For this reason, having
additional family present at the appointment can
bolster the patient’s ability to absorb and understand
the information. Family members can help the
patient keep track of test results and appointments.
They can also offer a second perspective to the
provider, including their observations of the
patient’s symptoms and home management, if the
patient would like them to do so. Family members

can help the patient communicate their concerns
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more efficiently and clearly to their providers, and
support the patient when bringing up difficult or
embarrassing topics. Direct communication between
health care providers and family members can
address family members’ concerns about the patient,
and help family members set appropriate goals for
supporting patient care. In some cases, a patient may
want a family member to be directly involved in
decisions about care, due to that person’s interest or
expertise in medical topics, or because that person
has a strong influence on all health care decisions in
the family.

Family can participate in clinical care by coming
to medical appointments with the patient, or by
communicating with health care providers by
phone, writing, or email. Providers might consider
convening a family meeting at important times in
illness management—at the time of diagnosis, after
recurrent flare-ups or hospital admissions, or at the
time of a significant change in management.

Patients with complex clinical care regimens
may find it helpful for family members to take
on some care tasks directly. For example, family
members can help with maintaining self-testing or
symptom logs, recording food intake for nutritional
assessments, updating medication instructions and
getting refills of medications, arranging or managing
appointments, bringing consultant and admission
reports to provider visits, or handling insurance
issues. Family members should ask patients and
providers what tasks would be most helpful in their
loved one’s situation.

One innovative way to include family in clinical
information flow is to allow them to view or even
interact with the patient’s electronic medical record.
Currently, personal health records (PHR) are the
only type of electronic medical record available for
home access by lay persons in the U.S. Patients can

buy software packages for starting a PHR, or use a



free Web site-hosted PHR. Most PHRs allow the
patient to share access to the record with friends and
family. Personal health records can include diagnoses,
prescriptions and refill history, lab test results, home
testing results, procedures, and hospital admissions.
At this time, most of the information in PHRs is
entered by the patient, although several prominent
services (such as Google Health, Microsoft’s Health
Vault, and the VA’s MyHealtheVet) have limited
arrangements to link directly to medical record and
pharmacy information, and more such arrangements
are being developed.

When family members are involved in visits with
health care providers, the three-way communication
must be managed carefully. Family members might
dominate discussions with providers, discouraging
the patient from speaking, or they might discuss
their own medical problems beyond those relevant
to the patient’s care, adding competing demands
on the provider’s time. Studies reveal that patients
often think family members miscommunicate with
the health care provider and take on roles during the
clinic visit that are different than what the patient
expected.”®* The text, Family Oriented Primary Care,
offers detailed examples of techniques providers can
use to manage family and patient conversations.**

Ideally, providers can turn difficult interactions
with family members into an opportunity for
addressing relationship dynamics that may be
negatively affecting patient self-management
success. Because most providers who care for adults
have not received family communication training,
programs that increase family involvement in clinical
encounters might be more successful if they include a

provider training component.

When There Is No Family Member
Available

When family members can’t attend medical
appointments or program sessions, the techniques in
this section can be adapted for use with the patient
alone. Clinicians or group leaders can educate
patients about the importance of family support,
teach patients helpful family communication
techniques, and help patients set specific goals for
increasing family support and addressing family
barriers. This could be particularly important to do
on an ad hoc basis during a medical appointment
or disease education class, when the topics of family
support and family barriers naturally arise in the

course of discussion.
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VI. Selected Family Involvement Programs

THIS SECTION INCLUDES CASE REPORTS FROM
three existing family intervention programs: one
focused on family goal-setting, one on communica-
tion techniques, and one on families helping

clinicians monitor patient symptoms and test results.

Goal Setting: The Couple-Oriented
Education and Support Intervention
The Couple-Oriented Education and Support
(CES) intervention, developed by Lynn Martire,
Francis Keefe, and colleagues at the University of
Pittsburgh, focuses on increasing spouse support
for adults with osteoarthritis.’>¢ The program was
based on the widely used Arthritis Self-Help Course
(ASHC) developed by Kate Lorig, which has been
shown to increase patient self-confidence, decrease
pain and depressive symptoms, and decrease visits
with the physician.”” In the CES program, patients

with painful osteoarthritis in the knee or hip met

in groups with their spouses. The group was lead
through six two-hour Arthritis Self-Help Course
sessions by a facilitator trained using ASHC manuals
and materials specific to the CES program. (See
Table 3.) At the end of each session the patient set a
health goal, usually related to the session topic. Then
spouses set goals aimed at facilitating the patients’
goals. Over the next six months couples received
monthly booster phone calls to assess progress in
meeting their goals.

In a randomized controlled trial, couples in the
CES reported fewer angry and critical responses to
patient symptoms, and patients reported more spouse
support than patients who attended the Arthritis
Self-Help Course alone. In another program for
lupus patients and their partners with a goal-setting
structure similar to the CES, participating patients
had increased physical function and decreased fatigue

compared to control patients.*’

Table 3. Couple-Oriented Education and Support (CES) Intervention Topics

ARTHRITIS SELF-HELP COURSE TOPICS

Etiology and treatment of arthritis

ADDITIONAL CONTENT IN COUPLE-ORIENTED PROGRAM

Arthritis as a couple’s issue

(i.e., how patient symptoms can be affected by patient and spouse feelings and behaviors)

Communicating effectively with health professionals
and supporters

Managing fatigue

Supportive and unsupportive communication techniques for spouses

Effective strategies for requesting and providing spouse assistance

(i.e., being clear about needs, being sensitive to amount of help needed)

Managing anger, stress, and frustration

Techniques to limit spillover of negative emotions from one partner to
the other

Managing pain Spouse techniques to encourage pain management strategies

(distraction, muscle relaxation) and how to practice these strategies
with the patient
Appropriate use of medications Couples’ strategies for managing medications
Exercise, eating, and healthy sleep patterns Spouse strategies for supporting patient health goals

These examples adapted with permission from CES-related publications and personal communication with Lynn Martire, Ph.D.%5°

16 | CALIFORNIA HEALTHCARE FOUNDATION



Learning Autonomy-Supportive
Communication: The Family Partnership
Intervention

The Family Partnership Intervention developed by
Sandra Dunbar, Patricia Clark, and colleagues focuses
on increasing family member use of autonomy-
supportive communication techniques with heart
failure patients.®"*? Participants first receive a 60- to
90-minute education session about heart failure care
and techniques to decrease dietary sodium. Patients
and family members then meet in separate small
groups for two two-hour sessions.

The family member sessions, led by a nurse
expert and a dietician, include didactic teaching
about autonomy support, discussion of family
member experiences receiving and giving support,
case scenarios, and role play. Case scenarios represent
difficult situations related to adherence with various
possible family member responses. Family members
discuss and then identify the most autonomy-
supportive response (examples are available in Clark

et al, AACN 2003) to each scenario.

Figure 1. CarePartner Program Configuration

In the patient sessions, participants discuss similar
material and identify specific ways family members
can help with heart failure self-management. A
newsletter with tips on reinforcing autonomy support
strategies is mailed to participants several weeks after
the session.

Patients in the autonomy support intervention
decreased their sodium intake significantly more than

those who participated in an educational program.

Monitoring Home-Testing and
Symptoms: The CarePartner Program
The CarePartner program, developed by John Piette
and colleagues at the University of Michigan, uses
automated voice response telephone technology to
connect out-of-home family members with chronic
illness patients and their health care provider. Its
basic features are illustrated in Figure 1. In this
program, some of the assessment and support roles
commonly provided by professional disease managers
are performed by family members supported by
automated technology. The initial CarePartner

CarePartner
Long-distance
family member or friend

Patient Automated phone survey

Automated phone survey responses sent by fax.
responses sent Provider automatically alerted
by email. when critical symptoms
reported.

ENCOURAGED TO
CALL TO DISCUSS
SURVEY RESPONSES. OPTION TO
RECORD

PHONE MESSAGE

Health Care
Provider
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program was developed and tested with heart failure Table 4) as well as a time frame for following up.

patients.®® At the beginning of the program, patients The patient’s professional health care team receives
elect a family member or friend to serve as their automated faxes summarizing more urgent health
CarePartner. CarePartners are given written and problems such as significantly increased shortness
online information about heart failure management of breath or weight gain. Professionals can access
and advice on effectively influencing patient behavior ~ a Web site with information on the patient health
using supportive statements and motivational assessment responses and can record phone messages
interviewing. for the CarePartner or the patient.

During the program, patients are called weekly After a 12-week pilot study, 78 percent of patients
by an interactive automated telephone service to reported that their CarePartner helped them to stay
complete a health assessment. During those calls, healthy, and 73 percent said that their CarePartner
patients report information about their symptoms helped them to solve self-management problems.
(shortness of breath, swelling, fatigue), weight, fluid The effect of the program on heart failure patients’
intake, medication adherence, and availability of their ~ health-related quality of life, hospitalization risk,
medication supply. Patients can also hear voicemail and self-care behaviors is now being evaluated in
messages left for them by their CarePartner or clinical ~ a randomized controlled trial. The CarePartner
team. An email summarizing the patient’s responses program is currently being adapted for care of
is automatically generated for the CarePartner. The diabetes, depression, cancer, and for Spanish-
report highlights any concerning patient responses speaking patients.

and suggests actions the CarePartner can take (see

Table 4. Examples of Patient Responses to Automated Phone Assessment and Suggested CarePartner Actions

PATIENT RESPONSE SUGGESTED CAREPARTNER ACTIONS
Do not have enough medication to last 2 weeks * Recommend that patient call pharmacy right away for a refill
Drinking more than 2 liters of fluid a day ¢ Remind patient why it is important to limit fluids

e Suggest that patient keep a log of fluid intake for 1 to 2 days

More body swelling than last week ¢ Remind patient to use support stockings if prescribed

* Suggest patient call their physician to see if diuretic dose
should be increased

Weight increased more than 3 pounds in last week * Recommend patient call their health care provider within 48 hours
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VII. Should Programs Focus on Certain
Patients and Families?

Patient and Family Characteristics
Involving family in care is one way among many to
support patients, and isn't equally easy or beneficial
for everyone. The resources used by family programs
might be best directed to those likely to get the
most benefit. Although there is little research on the
types of patients most likely to benefit from family
involvement, it is possible to draw some conclusions

based on program experience.

w  Patients who want more support from family,
and whose family members want to and are able
to increase their involvement, are more likely to

benefit from the program.

®  Many family programs focus on patients
with high support needs, such as those with
uncontrolled or severe illnesses, or with more
complex self-management regimens. Some
patients have high support needs at certain times
in the course of their illness, such as at the time
of diagnosis; when making significant changes in
self-management; when illness is worsening or
flaring; or after major events like hospitalizations

and surgeries.

w  Other programs focus on patients in a
maintenance phase of care, when short-term
professional support services have ended and
family can provide encouragement and help

patients stay on track.

w There is no conclusive evidence that the age or
gender of patients influences their likelihood of

benefiting from family programs.

= If more than one family member is available,

individuals can be selected based on their role

in the family (cooking or shopping for food,
organizing activities, or taking a leading role in

health decisions for the family).

m  The quality of the pre-existing relationships
between the patient and family member, and
how the family functions as a whole, influence
the success of family involvement. Many couple-
oriented programs have found better patient
health outcomes for couples who began the

program with higher marital satisfaction.

Cultural Influences

Because culture influences family structure and
relationships, it affects the family’s approach to
chronic illness care. For example, culture may
influence who the patient lives with, who is
considered “family,” and the importance of extended
family in the patient’s everyday life.** Expected roles
for the patient and others in the household —such
as who cooks, who cares for children, or who makes
medical decisions— may also be culturally defined.
Family programs should consider how to culturally
tailor content if participants share a particular
cultural background.

Cultural background also influences how family
members interact with patients’ health care providers.
Cultural norms may influence who takes the lead in
communicating with the provider. When patients
are from a cultural background different than that
of their provider, family members can assist patients
in communicating their needs and values to the
provider. Similarly, patients who are not English-
proficient might particularly benefit from programs

that facilitate family roles in care.
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VIIl. Designing a Family Program

EFFORTS TO INCREASE FAMILY INVOLVEMENT
do not need to be formal or extensive. Assessing
family influences on patient care, helping patients

set goals for increasing family support, or giving
families simple tips for increasing support could all
be accomplished during a clinic visit. However, many
patients, families, and providers are interested in

programs that give families more detailed roles, tools,

and guidance. The box below lists considerations for
designing such family involvement programs.

It is important to plan the ways in which the
family program will be integrated into the other care
and support the patient receives from professionals.
Other patient support programs, such as disease
management and telephone care, are most successful

when feedback is given on patient progress to

Considerations for Family Involvement Program Design

Which patients and family members will be included?

Will the program be integrated into other self-management support programs or stand alone?

Who will deliver the program?

» Health care professionals such as nurses, disease educators, nutritionists, counselors.

e Trained support group facilitator.

e Patient peers or family members.
What training does the program leader need?

What format will the program be delivered in?

e In person, by phone, in written materials, or some combination.

» Patients and family members participating separately.

e Patients and family members participating together, with couples participating in groups, or one couple at a time.
What behavior-support techniques will the program teach?

How will support skills be taught and practiced?
¢ Inclusion of case scenarios or role play.
e Assignment of “homework.”

» Discussion of patient and family experiences.
Do program materials (handouts, videos, scripts) need to be adapted or developed?
Will “booster” sessions or materials be provided?
Will feedback be given to the patient’s health care provider?
Do health care providers need training to help them communicate more effectively with involved family members?

How can practice environments be made more welcoming to involved family members?
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providers and when they include mechanisms for
provider action based on this feedback.®>¢¢

As we develop the concept of the patient medical
home, more disease managers and case managers
may be situated in practice settings. These support
professionals should consider how to involve family
in their work with patients.

Office staff might have legitimate concerns about
family members who accompany patients, such as
concerns about an increased burden on providers, or
about complying with privacy rules. However, overly
protective staff can make families feel unwelcome in
providers’ offices. Techniques to make families feel
more comfortable might include educating clerical
staff and medical assistants on the importance of

family involvement in patient care, and designing

exam rooms with extra space and seating for family.
Medical record forms could identify key family
members’ roles and allow patients to specify the type
of personal information that may be shared with each
family member. The Institute for Family Centered
Care has many more suggestions for making health
care settings welcoming to family members.
Evaluation of new programs is always important,
and is particularly important for family programs
since we lack extensive information on their effects.
Plans for program evaluation should be built into the
program design. The box below lists important areas
to consider for program evaluation. The particular
outcomes evaluated should be based on the pre-

determined goals of each program.

Possible Elements of Family Involvement Program Evaluation

Patient and Family Participants

o Characteristics of patients and family members
who participate and those who do not

Process
e Number of participants attending the sessions

* Reasons some people missed the sessions

Whether the content and style of the program was
delivered as intended

¢ Number of patients and families who dropped out,
and why

e Whether family member use of targeted
techniques increased

Patient Outcomes

¢ Health status

e Disease control

¢ Self-management behavior

* Perceived support from family

Patient confidence (self-efficacy)

lliness-related stress

e Depressive or anxiety symptoms

Family Member Outcomes

e Satisfaction with ability to help patient

e Stress related to patient illness

e Perceived burden related to supporting patient

e Changes in family member's health and health behavior

Relationship Outcomes

* Improved or strained relationship quality and
interpersonal communication

Effects on Patient Clinical Care or on Heath Care
Provider Relationships

e Medical care utilization
e Length of provider visits
e Clinical processes completed

e Patient satisfaction with patient-provider
communication and relationship

e Patient satisfaction with clinical care received

» Patient use of other professional support or ancillary
services
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IX. Future Directions for Family Involvement

PROGRAMS TO INCREASE FAMILY INVOLVEMENT
are in varying stages of development. Changing
patient demographics and needs will need to be

addressed by future programs. Specifically:

#  How can family members best support patients

with multiple chronic illnesses?

#  How can family members best support patients

with low health literacy?

= How can advice for family supporters be tailored
to cultural and gender-based differences in

family roles?

Changing family structures and dynamics also
pose challenges to increasing family involvement for
many patients. More adults live alone or far from
their extended family. Family members are juggling
many roles at work or school, and caring for children
and other relatives. As the prevalence of chronic
illness increases, family members are often managing
illnesses and disabilities of their own. Future family
programs will need to be adaptable. Some questions

to consider:

u  Can telephone or Web-based programs help

bridge distance gaps between family members?

m  How can we best coordinate the efforts of

multiple involved family members?

= How can family members provide mutual

support for each others” health problems?

#  How do we best help patients with negative
family relationships that are affecting their

chronic illness care?
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Increasing strains on health care resources make
it essential to provide family programs in a cost-
effective way. Incorporating sessions for family into
existing patient-support programs may help minimize
extra costs. It is unclear how family involvement
will affect the length of provider visits, frequency of
phone calls to the physician, or utilization of other
health resources. However if families can effectively
support illness management over time, family
support may be a low-cost adjunct to professional
support, and allow patients to use more costly

support resources less often. Questions to consider:

#  How cost-effective are family involvement
programs? How do family involvement programs

increase or decrease provider work burden?

m  Can programs carried out by phone, by video, or
over the Internet increase family support for less

cost and participant burden?

»  How can family support programs be integrated

with other treatment and support services?

Could family support supplant some types of

professional support for some patients?

Could assessments of family support be useful
in targeting professional support resources to

those patients who need them the most?



X. Conclusion

Interest mﬁzmzly involvement THE CARE OF MOST ADULTS WITH CHRONIC DISEASE HAS
. . . . not actively addressed the roles and influences of family, even though
is surging, and interventions . o o
family members are known to significantly affect chronic illness

10 increase family support for | management. Family involvement in chronic illness care builds on
chronically ill patienss are the u.nique stre.ngth? of fa}mily rflembers, .in.cluding their int.imate :jmd
sustained relationships with patients, their influence on patient daily
being rapidly developed. routines, and their desire to help their loved ones. Interest in family
involvement is surging, and interventions to increase family support
for chronically ill patients are being rapidly developed. Content from
thoughtfully designed programs based on health behavior theory

can be used to guide new initiatives, but interventions must allow
for adaptation to changes in patient needs, family relationships, and
health care system structure.

The current environment offers several indications that interest
in family involvement is likely to continue. These include increasing
numbers of patients with chronic disease, the complexity of care,
limited resources for care, and growing recognition of the positive
effects of family support. Health care providers caring for children or
the elderly have already recognized the benefits of a “family-centered”
approach to patient care. The current proliferation in family support
programs may herald a shift to a more family-centered approach to

care for all patients with chronic illness.
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Appendix: Tools and Resources

There are many patient resources for disease education
and self-management support that can be shared with
family members. However, there are few developed
resources that give tips directly to family members about

their support roles.

Resources for Caregivers

Resources aimed at caregivers of patients with more severe
functional disabilicy may be useful to family of other
chronic illness patients, or may be adaptable for use in
family programs.

For example, the National Family Caregivers
Association offers online videos as part of its
Communicating Effectively with Healthcare Professionals
program. The program includes information for families
on how to prepare for doctor visits, how to collaborate
with health care providers, and how to adapt to different

provider communication styles.

Web-based Resources for

Patients and Families

Most publicly available materials addressing family
involvement discuss diabetes care, but much of the advice
is relevant to supporting adults with other chronic illnesses

as well.
m Tips for Helping a Person with Diabetes
m Tips for Helping a Person with Diabetes

(Spanish version)
» Helping a Family Member Who Has Diabetes

m How to Involve Your Friends and Family in Your
Diabetes Care

m Diabetes and Your Marriage

u Tips for Family and Friends on Managing Heart

Failure (A booklet version is available for order.)
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Resources for Health Care Providers

The book Family-Oriented Primary Care by Susan
McDaniel, Thomas Campbell, Jeri Hepworth, and Alan
Lorenz provides practical advice on ways providers can
include family issues in medical visits, and many examples
of communication techniques for a wide range of family-

related issues.

Program Materials
Developers of the three programs highlighted in
Section VI have offered to share selected materials with

those interested.

u  Couple-Oriented Education and Support Intervention

Lynn Martire: martire@pitt.edu

= Family Partnership Intervention
Sandra Dunbar: sbdunba@emory.edu
Patricia Clark: pclark@gsu.edu

m  CarePartners Program

John Piette: jpiette@umich.edu


http://www.thefamilycaregiver.org/national_family_caregiver_month/teleclass.cfm
http://www.thefamilycaregiver.org/national_family_caregiver_month/teleclass.cfm
http://www.ndep.nih.gov/media/TipsHelping_Eng.pdf
http://www.ndep.nih.gov/media/TipsHelping_Sp.pdf
www.familydoctor.org/online/famdocen/home/common/diabetes/living/353.printerview.html
www.health.howstuffworks.com/how-to-adjust-to-life-with-diabetes3.htm
www.diabetesselfmanagement.com/articles/Emotional_Health/Diabetes_and_Your_Marriage
www.abouthf.org/module7/default.htm

Endnotes

10.

11.

. Bott, D.M., M.C. Kapp, L.B. Johnson, and L.M.

Magno. 2009. “Disease Management for Chronically Ill
Beneficiaries in Traditional Medicare.” Health Affairs 28
(1); 86—-98.

. Bodenheimer, T., E. Chen, and H.D. Bennett. 2009.

“Confronting the Growing Burden of Chronic Disease:
Can the U.S. Health Care Workforce Do the Job?”
Health Affairs 28 (1); 64-74.

. Lake Research Partners. March 2009 “Gaps in the

System: Californians Struggle with Caring for Their

Chronic Conditions,” www.chcf.org.

. Ibid.
. Trief, PM., J. Sandberg, R.P. Greenberg, et al. 2003.

“Describing Support: a Qualitative Study of Couples
Living with Diabetes.” Families, Systems ¢ Health 21 (1);
57—-67.

. Jerant, A.F., M.M. von Friederichs-Fitzwater, and M.

Moore. 2005. “Patients’ Perceived Barriers to Active
Self-Management of Chronic Conditions.” Patient
Education Counseling 57 (3); 300—7.

. Laroche, H.H., T.P. Hofer, and M.M. Davis. 2007.

“Adult Fat Intake Associated with the Presence of
Children in Housceholds: Findings From NHANES III.”
[erratum appears in JABFM 2007 Mar—Apr 20 (2);241.]
Journal of the American Board of Family Medicine 20 (1);
9-15.

. Martire, LM., M.A.P. Stephens, J.A. Druley, and W.C.

Wojno. 2002. “Negative Reactions to Received Spousal
Care: Predictors and Consequences of Miscarried

Support.” Health Psychology 21 (2);167-76.

. See endnotes 3 and 5.

Sandberg, J., PM. Trief, R.P. Greenberg, K. Graff, and
R.S.Weinstock. 2006. “’He Said, She Said’: the Impact of

Gender on Spousal Support in Diabetes Management.”

Journal of Couple & Relationship Therapy 5 (2); 23—42.

Connell, C.M. 1991. “Psychosocial Contexts of Diabetes
and Older Adulthood: Reciprocal Effects.” Diabetes
Educator 17 (5); 364—71.

12.

13.

14.
15.

16.

17.

18.

19.

20.

Silliman, R.A., S. Bhatti, A. Khan, et al. 1996. “The Care
of Older Persons with Diabetes Mellitus: Families and
Primary Care Physicians.”[see comment]. Journal of the
American Geriatrics Society 44 (11);1314-21.

Rosland, A., M. Heisler, H. Choi, ]. Piette. “How Family
Members Help Adults Manage Chronic Illness: Data
from a Survey of Diabetes and Heart Failure Patients.”

Unpublished, available by request to author.
See endnote 12.

Rosland, A., J. Piette, and M. Heisler. 2009.
“Incorporating Family Members Into Chronic Disease
Clinical Care.” Journal of General Internal Medicine 24
(Supplement 1) S66.

Botelho, R.J., B.H. Lue, and K. Fiscella. 1996. “Family
Involvement in Routine Health Care: a Survey of

Patients’ Behaviors and Preferences.” Journal of Family
Practice 42 (6); 572—6.

Piette, ].D., M.A. Gregor, D. Share, et al. 2008.
“Improving Heart Failure Self-Management Support by
Actively Engaging Out-of-Home Caregivers: Results of a
Feasibility Study.” Congestive Heart Failure 14 (1);12-8.

Luttik, M.L., T. Jaarsma, D. Moser, R. Sanderman,
and D.J. van Veldhuisen. 2005. “The Importance and
Impact of Social Support on Outcomes in Patients with

Heart Failure: an Overview of the Literature.” Journal of
Cardiovascular Nursing 20 (3);162-9.

Lett, H.S., J.A. Blumenthal, M.A. Babyak, T.J. Strauman,
C. Robins, and A. Sherwood. 2005. “Social Support and
Coronary Heart Disease: Epidemiologic Evidence and
Implications for Treatment.” Psychosomatic Medicine 67

(6); 869-78.

Griffith, L.S., B.J. Field, and PJ. Lustman. 1990. “Life
Stress and Social Support in Diabetes: Association with
Glycemic Control.” International Journal of Psychiatry in
Medicine 20 (4); 365-72.

Sharing the Care: The Role of Family in Chronic Illness | 25


www.chcf.org/topics/chronicdisease/index.cfm?itemID=133895
www.chcf.org/topics/chronicdisease/index.cfm?itemID=133895
www.chcf.org/topics/chronicdisease/index.cfm?itemID=133895
www.chcf.org/topics/chronicdisease/index.cfm?itemID=133895

21.

22.

23.

24.

25.

26.

27.
28.

29.

30.

31.
32.

Zautra, A.]., ]. Hoffman, P. Potter, et al. 1997.
“Examination of Changes in Interpersonal Stress as a
Factor in Disease Exacerbations Among Women with
Rheumatoid Arthritis.” Annals of Behavioral Medicine 19
(3); 279-86.

Rosland, A., M. Heisler, J. Piette. 1988. “The Impact
of Family Function and Communication on Chronic
Disease Patient Outcomes: a Systematic Review.”

Unpublished, available by request to author.

Cohen, S. 1988. “Psychosocial Models of the Role of
Social Support in the Etiology of Physical Disease.”
Health Psychology 7 (3); 269-97.

Connell, C.M., W.K. Davis, M.P. Gallant, and PA.
Sharpe. 1994. “Impact of Social Support, Social
Cognitive Variables, and Perceived Threat on Depression
Among Adults with Diabetes.” Health Psychology 13 (3);
263-73.

Warren, B.J. 1997. “Depression, Stressful Life Events,
Social Support, and Self-Esteem in Middle Class African
American Women.” Archives of Psychiatric Nursing 11
(3);107-17.

Uchino, B.N. 2006. “Social Support and Health: a
Review of Physiological Processes Potentially Underlying
Links to Disease Outcomes.” Journal of Behavioral
Medicine 29 (4); 377-87.

See endnote 15.

Paez, K.A., L. Zhao, W. Hwang. 2009. “Rising Out-of-
Pocket Spending for Chronic Conditions: a Ten-Year
Trend.” Health Affairs 28 (1);15-25.

B.J. Bailey, and A. Kahn. 1993. “Apportioning Illness
Management Authority: How Diabetic Individuals

Evaluate and Respond to Spousal Help.” Qualitative
Health Research 3 (1); 55-73.

Gallant, M.P. 2003.”The Influence of Social Support

on Chronic Illness Self-Management: a Review and
Directions for Research.” Health Education ¢ Behavior 30
(2);170-95.

See endnotes 8 and 29.

See endnotes 5 and 13.

26 | CALIFORNIA HEALTHCARE FOUNDATION

33.

34.
35.

30.

37.

38.

39.

40.

41.

42.

43.

Riemsma, R.P, E. Taal, J.J. Rasker. 2003. “Group
Education for Patients with Rheumatoid Arthritis and
their Partners.” Arthritis ¢ Rheumatism-Arthritis Care &
Research 49 (4); 556—566.

See endnote 3.

Barrera, M. 1986. “Distinctions Between Social Support
Concepts, Measures, and Models.” American Journal of
Community Psychology 14 (4); 413—445.

Smilkstein, G. 1978. “The Family APGAR: a Proposal
for a Family Function Test and its Use by Physicians.”

Journal of Family Practice 6.

Smilkstein, G, C. Ashworth, and D. Montana. 1982.
“Validity and Reliability of the Family APGAR as a Test
of Family Function.” Journal of Family Practice 15.

Moos, R.H., and B.S. Moos. 1981. Family Environment
Scale (Palo Alto, CA: Consulting Psychologist Press).

Hogan, B.E., W. Linden, and B. Najarian. 2002. “Social
Support Interventions: Do They Work?” Clinical
Psychology Review 22 (3); 381-440.

Chesla, C.A., L. Fisher, M.M. Skaff, J.T. Mullan, C.L.
Gilliss, and R. Kanter. 2003. “Family Predictors of
Disease Management Over One Year in Latino and
European American Patients with Type 2 Diabetes. 2003.
Family Process 42(3); 375-390.

Fisher, L., C.A. Chesla, J.T. Mullan, et al. 2001.
“Contributors to Depression in Latino and European-
American Patients with Type 2 Diabetes. Diabetes Care 24
(10);1751-7.

Nicassio, PM., and V. Radojevic. 1993. “Models of
Family Functioning and Their Contribution to Patient
Outcomes in Chronic Pain. Motivation and Emotion 17

(3); 295-316.

Franks, M.M., M.A. Stephens, K.S. Rook, B.A. Franklin,
S.J. Keteyian, and N.T. Artinian. 2006. “Spouses’
Provision of Health-Related Support and Control to
Patients Participating in Cardiac Rehabilitation.” Journal
of Family Psychology 20 (2); 311-8.



44,

45.
46.
47.
48.

49.

50.

51.
52.

53.

54.

55.

Fisher, L., C.A. Chesla, K.M. Chun, et al. 2004. “Patient-
Appraised Couple Emotion Management and Disease
Management among Chinese American Patients with
Type 2 Diabetes.” Journal of Family Psychology 18 (2);
302-310.

See endnote 43.
See endnote 29.
See endnote 5.

Gallant, M. 2007. “Help or Hindrance? How Family
and Friends Influence Chronic Illness Self-Management
Among Older Adults.” (Report). Research on Aging 29
(5); 375.

Clark, PC., and S.B. Dunbar. 2003. “Family Partnership
Intervention: A Guide for a Family Approach to Care of
Patients With Heart Failure.” AACN Clinical Issues 14
(4); 467-476.

Trief, PM. 2005. “Diabetes and Your Marriage. Making
Things Work.” Diabetes Self-Management 22 (5); 52—4.

Ibid.

Ishikawa, H., D.L. Roter, Y. Yamazaki, H. Hashimoto,
and E. Yano. 2006. “Patients’ Perceptions of Visit
Companions’ Helpfulness During Japanese Geriatric
Medical Visits.” Patient Education ¢ Counseling 61 (1);
80-06.

Ishikawa, H., D.L. Roter, Y. Yamazaki, and T.
Takayama. 2005. “Physician-Elderly Patient-Companion
Communication and Roles of Companions in Japanese
Geriatric Encounters.” Social Science ¢ Medicine 60 (10);
2307-20.

McDaniel, S, T. Campbell, J. Hepwroth, A. Lorenz.
2005. Family Oriented Primary Care. 2nd ed New York
Springer.

Martire, L.M., R. Schulz, E]J. Keefe, T.E. Rudy, and
T.W. 2007. Starz. Couple-Oriented Education and
Support Intervention: Effects on Individuals with
Osteoarthritis and their Spouses. Rehabilitation Psychology
52 (2);121-132.

56.

57.

58.
59.

60.

61.
62.

63.
64.

65.
66.

Martire, L.M., R. Schulz, E]. Keefe, T.E. Rudy, and T.W¥.
Starz. 2008. “Couple-Oriented Education and Support
Intervention for Osteoarthritis: Effects on Spouses’

Support and Responses to Patient Pain.” Families Systems

& Health 26 (2);185.

Lorig, K., D. Lubeck, R.G. Kraines, M. Seleznick, and
H.R. Holman. 1985. Outcomes of Self-Help Education

for Patients with Arthritis. Arthritis and Rheumatism 28
(6); 680-5.

See endnote 56.

Martire, L.M., R. Schulz, E]J. Keefe, et al. “Feasibility of
a Dyadic Intervention for Management of Osteoarthritis:
A Pilot Study with Older Patients and their Spousal
Caregivers.” Aging ¢ Mental Health 2003 7 (1); 53—60.

Karlson, E.W., M.H. Liang, H. Eaton, et al. 2004.
“A Randomized Clinical Trial of a Psychoeducational
Intervention to Improve Outcomes in Systemic
Lupus Erythematosus.” Arthritis and Rheuwmatism 50
(6);1832-1841.

See endnote 49.

Dunbar, S.B., PC. Clark, C. Deaton, A.L. Smith, A.K.
De, and M.C. O’Brien. 2005. “Family Education and

Support Interventions in Heart Failure: A Pilot Study.”

Nursing Research 54 (3);158—66.
See endnote 17.

Boutain, D.M. 2001. “Managing Worry, Stress and High
Blood Pressure: African-American Women Holding it
Together Through ‘Family’.” Ethnicity & Disease 11(4);
773-8.

See endnote 1.

Piette, ]. 2005. “Using Telephone Support to Manage
Chronic Disease.” California HealthCare Foundation,
Oakland, CA.

Sharing the Care: The Role of Family in Chronic Iliness | 27



CALIFORNIA
HEALTHCARE
FOUNDATION

1438 Webster Street, Suite 400
Oakland, CA 94612
tel: 510.238.1040
fax: 510.238.1388

www.chcf.org



	I. Executive Summary
	II. Introduction
	III. �Why Involve Family in Chronic Care?
	Family Members Provide the Daily Setting for Patient Self-Management
	Family Members Already Take Active Roles in Self-Management and Medical Care
	Family Support Is Linked to Better Patient Self-Management and Outcomes
	Family Members Are Uniquely Qualified to Be Effective Supporters

	IV. �How Is Family Involvement Different from Caregiving?
	V. �How Can We Increase Family Involvement?
	Assessing Current Family Roles and Influences
	Educating Family About Illness and Its Management
	Family Members Set Specific Support Goals
	Family Members Develop Effective and Supportive Communication Techniques
	Involving Family Directly in Clinical Care Processes
	When There Is No Family Member Available

	VI. Selected Family Involvement Programs
	Goal Setting: The Couple-Oriented Education and Support Intervention
	Learning Autonomy-Supportive Communication: The Family Partnership Intervention
	Monitoring Home-Testing and Symptoms: The CarePartner Program

	VII. �Should Programs Focus on Certain Patients and Families?
	Patient and Family Characteristics
	Cultural Influences

	VIII. Designing a Family Program
	IX. �Future Directions for Family Involvement
	X. Conclusion
	Appendix: Tools and Resources
	Endnotes



