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People enrolled in Medicare often turn to 
family members and friends for help in mak­
ing health decisions, including Medicare 
health plan choices. To learn how family 
members and friends participate in deci­
sionmaking, what information they current­
ly use, and what information they would 
like, we held eight focus groups in San 
Diego and Baltimore. Although responses 
were dif ferent in the two markets, partici­
pants in both cities reported receiving inad­
equate information and indicated they were 
largely unaware of available CMS-supported 
information. Beneficiaries want easy-to-use 
print materials targeted to their needs and 
opportunities to participate in seminars 
and receive personal counseling. 

INTRODUCTION 

People enrolled in Medicare frequently 
turn to family members and friends when 
making a wide range of health-related deci­
sions, including decisions about health 
care coverage. This is not surprising, 
given the many factors that can limit the 
ability of many older and disabled 
Americans to access and use complex 
information to make consequential deci­
sions. These factors include: 
• Serious limitations in both general literacy 

(National Center for Education Statistics, 
1993) and health literacy (Jackson et al., 
1994; Parker, 1997; Williams et al., 1995). 
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• Being in only fair or poor health 
(National Center for Health Statistics, 
2000). 

• Having a sensory impairment (National 
Center for Health Statistics, 2000). 

• Having a mobility impairment (National 
Aging Information Center, 2000). 

• Perhaps most significantly, having a cog­
nitive impairment (Kelman et al., 1994; 
Perkins et al., 1997; Gallo and Leibowitz, 
1999). 
However, little is known about the char­

acteristics of those family members and 
friends who assist beneficiaries, what they 
do for these beneficiaries when they face 
difficult health care coverage decisions, 
and what support helpers might need to 
play their role more effectively. 

To explore these issues, we designed 
and conducted eight focus groups with 
family members and friends of beneficia­
ries. The specific research questions we 
addressed included the following: 
• What is the range of roles played by fam­

ily members and friends in helping a 
beneficiary make a health care coverage 
decision? How comfortable do the fami­
ly and friends feel in playing these roles? 

• What kinds of coverage choices do these 
people help beneficiaries make? What 
triggers the need for support in making 
a coverage choice? 

• What kinds of information have family 
and friends used in reviewing the cover-
age options available to their friends and 
relatives and from what information 
sources? How useful has this informa­
tion been? 
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• How much do family members and 
friends know about and understand the 
coverage options available to beneficia­
ries? What are the attitudes of family 
and friends to these options? 

• How have their own experiences in mak­
ing health plan choices influenced or 
informed what they do when they are 
helping a beneficiary? 

• What kinds of information and decision 
support would family and friends find 
useful to have when they are helping a 
beneficiary make a coverage choice? 
What media would be most useful and 
accessible to them? What information 
sources would they trust? 
The results of these groups have impli­

cations not only for the development of the 
CMS National Medicare Education Program 
(NMEP) but for the work of countless pub­
licly funded and community-based organi­
zations. These organizations do, and 
could, play a role in supporting beneficia­
ries as well as family and friends, who often 
help the most vulnerable make significant 
health care coverage decisions. Although 
the research questions we addressed dealt 
with health care coverage choices, it may 
well be that the experiences of family mem­
bers and friends in supporting choices of 
provider or facilities are similar. 

BACKGROUND 

Generally, family members and friends 
who support beneficiaries are viewed as 
informal “caregivers.”  We therefore 
turned to the literature on caregivers for 
older people and people with disabilities 
for potential insights into the characteris­
tics and needs of family members and 
friends who help beneficiaries with health 
care coverage decisions. There is a con­
siderable literature on roles played by 
informal caregivers in the lives of those 
they assist, as well as on the impact of care-

giving on their own lives and even health. 
Caregivers are responsible for providing a 
range of supportive services, personal 
care, complex and skilled health care, and 
financial management. Horowitz (1985) 
conceptualized caregiving behavior as 
falling into four broad categories: emotion­
al support, direct service provision, link-
age with the formal sector, and financial 
assistance. Many caregivers find that they 
are unprepared for their new roles of deci­
sionmaker and/or caregiver (Schmall, 
1995). 

The burdens of caregiving (both objec­
tive and perceived) have been documented 
in many studies (Archold, 1983; Stone, 
Cafferata, and Sangl, 1987; Brody et al., 
1992; Jones et al., 1995). So have the posi­
tive aspects of caregiving, such as pride in 
one’s ability to meet challenges, self-worth 
(Louderback, 2000), and experiencing 
closer relationships (Archbold, 1983; 
Motenko, 1988). In addition, studies have 
examined how social support, as well as 
formal services such as respite care and 
information, can help alleviate the burdens 
of caregiving. Nevertheless, most studies 
conclude that the welfare of family care-
givers needs to become a central societal 
goal (Robinson, 1997) and that, without 
appropriate supports, the caregiver will 
otherwise become the “hidden patient” 
(Fengler and Goodrich, 1979). 

Research findings have led to intervention 
studies aimed at reducing caregiver stress 
(Toseland, Rossiter, and Labrecque, 1989), 
promoting competence, and enhancing care-
giver well-being. More research is needed 
that examines how to enhance or increase 
the positive aspects of care provision or that 
identifies caregivers who are more or less 
likely to need intervention (Kramer, 1997). 
Recently, computer-based interventions 
have been designed to increase caregiver 
confidence in decisionmaking and social 
support (Brennan, Moore, and Smythe, 
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1995). Haug notes (1994) that the occur­
rence and effect of patient or caregiver 
involvement in decisionmaking, whether 
positive or not, is unknown. 

Caregivers may encounter many barri­
ers to gaining access to community-based 
services, such as services available to help 
people with Medicare-related information 
and decisions. One large-scale interven­
tion project found that caregivers were dif­
ficult to reach and serve, tended not to use 
available services in the community, and 
sought help only in times of crisis, when 
they were fairly desperate (Montgomery 
and Borgatta, 1989). In one study, 36 per-
cent of caregivers did not know whether 
services were available or not. Awareness 
and access alone, however, do not always 
lead to utilization (Caserta et al., 1987). 
Caregivers even find it difficult to obtain 
information from professionals. Toseland 
and Smith (1991) noted that merely pro­
viding information about community ser­
vices is not enough. Springer and 
Brubaker (1984) reported that many care-
givers have difficulty thinking about and 
identifying their specific needs. In the 
absence of services and support, decisions 
are often made with insufficient time, infor­
mation, or alternatives (Robinson, 1997). 

Although the provision of assistance in 
managing resources and decisionmaking 
is frequently identified as a critical role, 
this aspect of caregiving is not well defined 
or described. Research has begun to spec­
ify the different types of resources avail-
able to help caregivers assist in decision-
making about health care plans. More 
research is needed on the most appropri­
ate types of services and acceptable means 
of delivering those services to caregivers 
(Robinson, 1997). 

As previously noted, the particular focus 
of our study was on access to and use of 
information by family friends and mem­
bers. Very few studies have examined the 

use of information by caregivers, but in 
general it would appear that perceived 
access to and use of information is limited. 
In one study, 25 percent of adult children 
caregivers said that their parents needed 
help with health information. One-third of 
adult children said they didn’t know where 
to get such information (Barrett, 1998). 
Less than one-quarter of Alzheimer’s care-
givers have requested information about 
how to get financial help for their health 
care recipient (Alzheimer’s Association and 
National Alliance for Caregiving, 1999). 

A few studies have explored health infor­
mation sources that caregivers find useful. 
One study (National Alliance for Caregiving, 
1998) found that caregivers identified sev­
eral channels as useful. These included 
written materials (81 percent) such as pam­
phlets (43 percent), magazine articles (24 
percent), books (22 percent), and newspa­
per articles (8 percent); and watching or 
listening to television, radio, or tapes (69 
percent). More than one-half would like 
their information over the telephone or in a 
face-to-face meeting or presentation. 
Compared with people enrolled in 
Medicare, a considerably higher number 
of caregivers (one-third) wanted to receive 
information on the computer or over the 
Internet. 

In a study conducted by AARP (Wright 
and Howe, 2000) consisting of focus 
groups and surveys with caregivers, a 
majority of participants indicated that they 
would like to receive information about 
Medicare. Specifically, these caregivers 
preferred information sources such as doc-
tors’ offices, hospital social workers, insur­
ance companies, the Medicare & You hand-
book, retiree benefits administrators, 
social services departments, friends, and 
the telephone book. Few focus group care-
givers were aware of the Medicare toll-free 
telephone number or Web site. Caregiver 
information needs included specific 
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information when they need it; information 
tailored to their specific needs/situations; 
information about how to read and inter­
pret Medicare forms; and information 
about Medicare eligibility, coverage, and 
out-of-pocket expenses. Caregivers indi­
cated that they would like to receive infor­
mation from doctors’ offices, pharmacies, 
television and radio, an interactive Medicare 
Web site, libraries, newspapers, hospitals, 
and AARP. 

In another study, 9.0 percent of care-
givers expressed a need for a central infor­
mation source of services available to care 
recipients, 7.6 percent expressed the need 
for information about paying for services 
such as nursing homes and adult day care, 
3.2 percent wanted information about med­
ications, and 2.7 percent wanted informa­
tion about a care recipient’s condition 
(National Alliance for Caregiving and the 
American Association of Retired Persons, 
1997). In a later study by the same organi­
zation, of caregiving women aged 33-51 
years, 6 in 10 participants said that infor­
mation on paying for long-term care or 
managing prescription medicines would be 
helpful to them, more than one-half said 
that information on finding and evaluating 
nursing homes or assisted living facilities 
would be helpful, and almost one-half 
wanted information on buying long-term 
care insurance (National Alliance for 
Caregiving, 1998). 

In sum, although there is a good deal of 
general information about informal care-
givers who are often family members and 
friends of Medicare beneficiaries, there is 
relatively little about the specific issue of 
whether and how they actually provide 
support to beneficiaries who are trying to 
choose among different health care 
options. Even for beneficiaries who are not 
particularly frail or limited in functioning, 
this choice can be challenging. Years of 
research have documented the lack of 

knowledge of the Medicare program 
among those it serves (Cafferata, 1984; 
Marquis, 1983; McCall, Rice, and Sangl, 
1986; Sofaer, Kennedy, and Davidson, 
1992). 

More recently, concerns have focused 
on how difficult it has become for many 
beneficiaries to understand the differences 
between different types of health care 
plans, particularly Medicare managed care 
plans and the Original Medicare fee-for-
service program (Hibbard et al., 1998). Yet 
such decisions are quite consequential in 
terms of costs, differences in access to 
providers, and ground rules for using ser­
vices. The overall study under which these 
focus groups were conducted was designed 
to identify what kinds of information mate-
rials and dissemination strategies might be 
effective in helping beneficiaries under-
stand these differences, make compar­
isons, and ultimately make choices. Our 
own and others’ previous research makes 
it clear that this is a challenging task, if one 
assumes that it is the beneficiary her- or 
himself who will bear the entire burden of 
becoming aware that information is avail-
able, accessing the information, under-
standing it, and applying it to a decision 
(Dewart and Sofaer, 2000; McGee, Sofaer, 
and Kreling, 1996; Sofaer, 1999b; Sofaer, 
2000). 

METHODS 

In addressing the research questions 
listed in the introduction, we were con­
cerned not only about family members and 
friends in general but how the characteris­
tics of their roles, their own experiences 
with Medicare, their education levels, and 
the market context in which they were 
providing support influenced their experi­
ences and responses. Given limited previ­
ous research, this work was considered 
exploratory.  Focus groups and other 
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qualitative methods are particularly well 
suited to exploratory research, in which 
questions need to be open-ended to avoid 
limiting the range of responses premature­
ly (Sofaer, 1999a). In analyzing focus 
groups, it is important to avoid quantifying 
a distribution of responses to a particular 
question. This can lead to the illusion that 
the data being presented are known to be 
representative of a larger population, 
rather than simply providing, for a limited 
number of purposively selected partici­
pants, an indepth picture of their experi­
ences and understandings. 

Sample Selection 

A critical aspect of conducting focus 
groups is to specify the inclusion and 
exclusion criteria for participants. In this 
study, we determined that it would be 
important to conduct focus groups in two 
different markets, distinguished primarily 
by the extent of managed care penetration. 
In one market, San Diego, Medicare man-
aged care plans have been actively operat­
ing for more than 15 years. Furthermore, 
managed care is a very common way of 
getting health benefits for working-age 
groups and has been present in the market 
for decades. We reasoned that people in 
a high-managed-care-penetration market 
would have a higher degree of familiarity 
with the basic differences between this 
kind of health plan and more traditional 
fee-for-service. Familiarity might affect not 
only knowledge levels but attitudes as well. 
We deemed it likely that many people help­
ing beneficiaries would themselves be 
enrolled in a managed care plan. In the 
second market, Baltimore, although sever­
al managed care plans were then available 
to beneficiaries, such plans were relatively 
new entrants into the marketplace. 
Similarly, although people with employer-
based insurance might have experience 

with managed care, this was less likely and 
was likely to have been a more recent 
experience. Four groups were held in 
each of these two markets. 

Within each market, other selection cri­
teria were used to structure four groups 
with a desired 8-12 persons in each group. 
In all cases, individuals were excluded 
from groups if they had participated in a 
focus group for any purpose within the pre­
vious year or if they had ever participated 
in a health-related focus group. All partic­
ipants were screened carefully to increase 
the likelihood that they had helped or 
might actually help beneficiaries with a 
coverage decision. The screener probed 
for specific experiences, including going to 
the doctor with the person; helping them 
make medical care decisions, such as hav­
ing surgery or a diagnostic test; calling or 
meeting with someone to obtain special­
ized care for them; filling out medical 
insurance forms; and calling or meeting 
with someone to get information about 
what their health insurance covered. If a 
respondent had none of these experiences, 
they were not included in the group. 
Similarly, we asked whether the person they 
helped had Medicare Part A, Medicare Part 
B, Medicaid, or a supplement to Medicare. 
If the respondent did not know the answers 
to any of these questions, they were 
excluded from the group. 

Within each market, we further divided 
the four groups so that one was limited to 
people age 65 or over (thus almost certainly 
covered by Medicare themselves) who had 
helped another beneficiary, and the other 
three included only people under age 65. Of 
the remaining three groups in each market, 
one was reserved for people who actually 
made decisions for their family members and 
friends, rather than simply helping with deci­
sions to some extent. This group was over­
whelmingly female in both markets, and 
almost all were making decisions for parents. 
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However, three were making decisions for 
grandparents, and one each for a godparent, 
a sister-in-law, and a friend. To a greater 
extent than in the other groups, these indi­
viduals were hands-on caregivers, typically 
for a frail or seriously unwell person. As doc­
umented in the literature, this group of peo­
ple is typically juggling multiple obligations. 
Attending a focus group is unlikely to be an 
attractive way for them to spend time away 
from these obligations, even given the $50 
incentive paid for participation. 

The remaining pair of groups in each 
market was divided by education level of 
the participant. Specifically, one group was 
designed to include individuals who had a 
high school education or less; in fact, all 
participants in this group had graduated 
from high school. The other group was for 
individuals who had some education 
beyond high school and included both col­
lege graduates and those with some col­
lege. Many studies have documented that 
education level has an effect on under-
standing of Medicare and on the ability to 
acquire and use new information about 
Medicare choices. CMS materials and dis­
semination strategies, however, must 
reach not only those who find these tasks 
relatively achievable, but those who find 
them quite challenging. Finally, we screened 
to ensure participation of individuals who 
were not white, including Hispanic per-
sons, especially in San Diego. Table 1 sum­
marizes, for each relevant dimension, the 
number of groups, the number of persons 
with given characteristics across the 8 
focus groups, and the percent of the total 
67 participants with a given characteristic. 

Focus Topics 

A focus group moderator’s guide was 
developed and refined. The topics includ­
ed in the guide tracked the research ques­
tions listed in the introduction of this arti­

cle. During the focus groups, in addition, 
we displayed sample pages from the 
Medicare & You handbook in order to get 
reactions to the value of comparative quali­
ty ratings. 

Focus Group Recruitment and 
Moderation 

Participants were recruited through 
focus group firms in the two cities. These 
firms also served as the location for the 
groups and paid participants their incen­
tive. The facilities were structured so 
groups could be observed through a two-
way mirror.  Facility staff both audio- and 
video-taped all groups. Participants were 
assured of confidentiality of their respons­
es; permission was requested from all par­
ticipants before taping began. We asked 
people to use first names only as an addi­
tional protection of their anonymity. 
Groups were conducted by two facilitators, 
one in Baltimore and one in San Diego, 
using the same moderator’s guide. Both 
facilitators not only have considerable gen­
eral experience in conducting focus 
groups, they both have experience in con­
ducting focus groups addressing issues 
related to Medicare and health care infor­
mation, and both have participated in 
developing materials to help beneficiaries 
understand their health care coverage 
options. 

Analysis 

Content analysis of the videotapes 
served as the basis for the cross-site analy­
sis of the focus group findings. The facili­
tator of the Baltimore groups reviewed all 
eight tapes (typically twice), made detailed 
notes on them, and used those notes to 
identify themes and patterns across the 
groups. In addition, she had a summary 
report from the facilitator of the San Diego 
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Table 1


Focus Group Participant Characteristics


Percent of 
Dimension and Number of Number of Participants 
Characteristic Groups Participants N = 67 

Market 
Baltimore 
San Diego 

Age 
65 Years or Over 
Under 65 Years 

Sex 
Female 
Male 

Role for Those Under Age 65 
Make Decisions 
Help with Decisions 

Relationship 
Spouse 
Children 
Other Family 
Friends 

Race/Ethnicity 
White 
Hispanic 
Black 

Education Level 
More Than High School 

For Under Age 65 Helpers 
High School Graduate 

4 29 43.3 
4 38 56.7 

2 16 23.9 
6 51 76.1 

— 45 67.2 
— 22 32.8 

2 21 31.3 
4 46 68.7 

— 11 16.4 
— 33 49.3 
— 18 26.9 
— 6 9.0 

— 36 53.7 
— 15 22.4 
— 16 23.9 

2 16 23.9 

2 14 20.9 

SOURCE: Sofaer, S., et al., Baruch College, New York, 2001. 

groups that described each of the four 
groups held there. The draft report on 
findings was reviewed by the other facilita­
tor, by our CMS project officer who 
observed some of the groups in Baltimore, 
and by the study director. The focus of the 
analysis was on identifying areas of con­
vergence and divergence within each 
group, between groups of different compo­
sition, and between groups held in the two 
markets. 

RESULTS 

Range of Roles 

In part because of sample selection, 
group members represented a wide range 
of involvement in helping beneficiaries 

make health care coverage decisions, from 
those who provided virtually no help at all 
for this particular kind of decision to those 
who had power of attorney and actually 
made the decisions for the beneficiary. 
Roles played included gathering and 
reviewing information from a variety of 
sources; making telephone calls to follow-
up on questions; reviewing options with 
physicians and social workers; discussing 
options with the person they were helping; 
and making recommendations to them. 
The range of help provided varied, based 
both on the characteristics of the care-
givers, e.g., how much time they had avail-
able, their level of comfort in seeking out 
information of this kind, their expertise in 
related areas such as social services or 
insurance in general; and on the character-
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istics of the person being helped, in partic­
ular their ability to acquire and compre­
hend complex information materials and 
their level of comfort in making decisions 
of this kind. Participants reported that 
those they helped were often uncomfort­
able using the telephone (especially using 
automated telephone systems with “but-
tons to push”) and were often confused by 
materials to which they had been exposed. 
Participants noted that in some cases, 
older persons who were able to make deci­
sions about other areas of life required 
help with health insurance decisions 
because such issues were so complicated. 

Participants varied in the level of com­
fort they expressed in their helping role. 
Most expressed comfort in the role; some 
went further and said it was both a respon­
sibility and a privilege to help their older 
relatives in this way. As one woman put it: 
“It’s amazing how roles switch. If only I’d 
listened to my mother as much as I expect 
her to listen to me!” 

On the other hand, in part because these 
participants take the role seriously, they do 
experience anxiety, especially when they 
think they do not have adequate informa­
tion. This is most strongly felt among 
those who must make or help make deci­
sions in crisis situations. It is also experi­
enced by people helping older persons 
who are uncomfortable with change. But 
even those not facing these circumstances 
express worry about whether they have 
really done all they should do and whether 
they had made or helped to make the 
“right” decision for the beneficiary. 

Coverage Choices 

People helped their family members and 
friends choose between Original Medicare 
and Medicare managed care, including 
deciding between Medicare plus a supple­
ment and joining a Medicare health main­

tenance organization (HMO). In addition, 
in Baltimore, people sometimes had anoth­
er choice, enrolling a family member or 
friend, where eligible, in a State Pharmacy 
Assistance Program. A few participants 
also considered the Medicaid program or 
retiree benefits as an option. 

Triggers for Help and Information 

A wide range of events were triggers 
that led family members and friends to pro-
vide assistance. Several triggers were 
major life transitions, such as becoming eli­
gible for Medicare; the death or retirement 
of a spouse; or in the case of those helping 
grandparents, the death of their own par­
ents, who had been the caregivers to that 
point in time. Declines in health status, 
especially when these required the benefi­
ciary to move closer to their child or other 
caregiver, were another trigger, as was the 
need to move a relative into a nursing 
home or assisted living facility. 

Other health-related triggers included 
increasing cognitive impairments or 
increased need for expensive prescription 
medications or tests. In a few cases, children 
began helping when the parent began to 
experience a problem with the health care 
system or when premiums or copayments 
rose steeply. It is interesting to note that in 
some cases, group participants initiated their 
involvement in health care coverage deci­
sions, rather than responding to a request to 
help, because they had become concerned 
about the quality of decisions those they 
were helping were making, or might make. 
In this set of focus groups, HMO withdrawals 
from the market were not mentioned, 
although there had been withdrawals in the 
Baltimore market. In some cases, partici­
pants indicated that they had been told that 
they had to make a choice or that they had to 
choose an HMO, although exactly the oppo­
site has been stressed in the NMEP. 
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We found some evidence of patterns in the 
triggers across kinds of participants or mar­
kets. Decisionmakers in both markets were 
more likely to be reacting to crises rather 
than having time to explore alternatives and 
“comparison shop.” Participants in San 
Diego, where managed care is more estab­
lished and familiar, were also more likely to 
recognize that they had choices and had to 
“be consumers” and “comparison shop.” 
Those in Baltimore were more likely to be 
overwhelmed by the choices they faced and 
seemed uncomfortable making such choices. 

Availability and Sources of 
Information 

At least some participants in all groups, and 
all participants in many groups, reported that 
they did not have enough information to play 
the role they had chosen. In many cases, but 
especially among those actually making deci­
sions, participants reported considerable 
time pressure to make a decision and a sense 
of inadequacy even in knowing what ques­
tions to ask. Among those under age 65, sev­
eral were surprised that simple comparison 
charts, such as they receive from their 
employer when they are choosing their own 
health benefits, were not available for benefi­
ciaries. Noting the pressure of multiple oblig­
ations, participants expressed a need for 
information that was easy to understand and 
that had everything they would need to know 
about the specific options available to them in 
one place (details about the topics of greatest 
interest are discussed later in this article). 
Group members did not perceive that such 
information was available to them. It is impor­
tant to know that the perceived inadequacy of 
information available, combined with the 
complexity of the issues, often led people to 
give up on the task and simply remain with 
current coverage or accept the first option 
offered (e.g., sign up for an HMO that sends 
a brochure in the mail). 

A wide range of information sources was 
used, however, including physicians, hos­
pital discharge planners, friends, HMOs, 
the Social Security office, senior centers, 
and other social service agencies. In 
Baltimore, where there is a State Pharmacy 
Assistance Program, social workers associ­
ated with that program were also cited as a 
source of information and assistance. 
However, the existence of the program 
also created a different, and somewhat 
more complex, decision context, which 
sometimes led to even greater confusion 
about what options were actually available 
and how they might be assessed. 

Those over age 65 also used such sources 
as AARP and the public library and were 
more likely to report receiving and at least 
scanning Medicare & You. In San Diego, a 
publication called Senior World periodically 
includes comparison charts for locally 
available HMOs and in some cases, sup­
plementary or even long-term care poli­
cies. Participants in San Diego groups 
mentioned that they used these charts. 

Several participants in the groups for those 
under age 65 expressed concern that, unless 
their parents were living with them, the par­
ticipants had no access to materials the bene­
ficiaries received in the mail. They thus did 
not know when something such as the 
Medicare & You handbook had been deliv­
ered, or when HMOs or other insurers were 
sending promotional materials, or even when 
the person being helped was facing problems 
with claims, unless the older person chose to 
share that information with them. Several 
noted that to some extent, those they helped 
were ambivalent about sharing information 
they received, noting that a relative “only lets 
me see what she wants me to see.”  For exam­
ple, not one member of the group in 
Baltimore with helpers who had relatively 
less education had seen Medicare & You. 
When the moderator showed it to them at the 
end of the group, one said, “Now this is a 
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wonderful book. The people who have to 
make decisions never see it. I’m sure my 
mother threw it in the trash.” 

In addition to mailings from CMS, par­
ticipants did not have the same access as 
beneficiaries to publications such as Senior 
World or in some cases to information from 
health plans warning of impending changes. 
They reported being frustrated at not 
knowing about such changes before they 
took effect. 

Less than a handful of people knew 
about or used State Health Insurance 
Assistance Programs (SHIP) agencies at 
the local level. In fact, one participant 
seemed to presume, incorrectly, that the 
local SHIP was not available to people 
under age 65 and wished it were. None of 
the participants had used the Internet to 
gather information (including the Medicare 
Compare Web site), but some indicated 
they would be willing to do so. 

Those with parents who did not speak 
English also reported frustration that 
materials were not available in Spanish. 
One woman said, “I try to translate the 
information for my Dad, and he says, ‘It’s 
inglés, it’s inglés,’ (English) and throws it 
away.”  If it were in Spanish, she noted, she 
could read it to him and “he would feel 
more comfortable that he was hearing 
exactly what was written.”  Given that 
some Spanish language materials have 
been developed by CMS, as well as by local 
agencies in areas with high percentages of 
Hispanic residents, it appears that benefi­
ciaries are not always aware of available 
sources of such materials. 

Not all participants reported frustration 
with respect to their roles, however. In one 
group, those with higher education levels 
in San Diego who were helping make deci­
sions, almost all of the group members had 
steered those they were helping into the 
Kaiser Permanente Medicare HMO in the 
area and felt very comfortable with this 

choice. The Kaiser plan, unlike more 
recently developed HMOs, is a tightly inte­
grated group model. (Many people con­
sider Kaiser to be a staff-model HMO. 
However, the Kaiser Foundation, the not-
for-profit corporate entity that is the risk-
bearing health plan, has contractual agree­
ments with Kaiser Permanente Medical 
Groups, which are independent corpora­
tions that in turn employ physicians and 
other staff.) Kaiser physicians in this part 
of the country serve Kaiser members vir­
tually exclusively or exclusively. Specialists 
and ancillary services are all organized 
under the same corporate structure of the 
Permanente Medical Group. This arrange­
ment was attractive to group members 
because they felt that the full range of ser­
vices that would be needed by the benefi­
ciary would be available in one system. 
Some, but not all, were Kaiser members 
themselves, and others were in HMOs that 
were far less tightly integrated. Note, 
however, that these responses cannot easi­
ly be generalized to many other communi­
ties, both because tightly integrated HMOs 
are not available and because residents are 
less familiar and comfortable with the way 
any kind of HMO operates. 

Knowledge and Attitudes About 
Options 

Knowledge of different Medicare cover-
age options and attitudes toward those 
options differed substantially, as we had 
expected, between the two markets. In 
San Diego, focus group participants had a 
basic understanding of HMOs as well as 
supplements. They were more likely to 
realize that specific products within a plan 
type (different HMOs, different supple­
ments) could be quite different. Participants 
approach the selection of health insurance 
as consumers in an economic marketplace. 
In Baltimore, on the other hand, participants 
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had little understanding of HMOs and 
were wary of the added complication of 
understanding the rules of the HMO, both 
for themselves and for their family mem­
ber. In addition, because of the stress and 
time burden of caregiving, family members 
in Baltimore feared HMOs might increase 
their burden by increasing the number of 
trips or distance of trips to the doctor for 
referrals. Many were unclear about the dif­
ferences between Original Medicare, with 
and without supplemental policies, and 
Medicare managed care. The existence of 
the State Pharmacy Assistance Program 
was also a source of confusion for them. 
When asked about seeking information on 
health care coverage options, they 
responded by talking about seeking help 
from social service agencies rather than 
operating as an individual consumer in an 
economic market. 

Baltimore participants also reported 
depending on their physicians for informa­
tion, and some physicians appear to have 
discouraged people from enrolling in 
HMOs. One woman reported asking three 
of her own physicians about the wisdom of 
joining an HMO and was discouraged by 
all three. On the other hand, another 
Baltimore participant asked three doctors 
which HMO his mother should join, and all 
three recommended the same one; this 
unanimity of recommendations made him 
feel comfortable with that choice. 

Some of the negative attitudes about 
HMOs among Baltimore participants 
appear to be based on misinformation or 
lack of understanding. Many believed that 
joining a health plan meant leaving 
Medicare, or that once you joined you 
could not switch back to Original Medicare 
or to another HMO. Another participant 
thought that doctors in an HMO would not 
give her access to the best medications 
because “the cost comes out of the doctor’s 
pocket.” 

Preferences About Information 

Baltimore and San Diego participants 
also differed with respect to the kind of 
information they wanted in helping benefi­
ciaries choose among health coverage 
options. Baltimore participants were gen­
erally uninterested in such information, 
but San Diego participants wanted very 
specific information about the differences 
in coverage (including home health care, 
long-term care, prescriptions [including 
brand name versus generic], eye care, 
hearing aids, and alternative treatments 
such as acupuncture and chiropractic); 
costs (including premiums, copayments, 
and any “hidden charges”); availability of 
doctors and hospitals; qualifications of the 
doctors in the plan; whether the plan used 
nurse practitioners; how long a person had 
to wait to see a specialist and/or obtain 
approvals of various kinds; other plan 
ground rules; and even the average length 
of stay in the hospital for certain condi­
tions. 

We asked specifically about the partici­
pants’ responses to comparative quality 
information, using as examples sections of 
the Medicare & You handbook that pre­
sented information from the Consumer 
Assessment of Health Plans Study 
(CAHPS®) surveys on interactions with 
physicians and the Health Employer Data 
and Information Set (HEDIS®) information 
on mammography rates. As with informa­
tion in general, San Diego participants 
were much more interested in the quality 
data than were those from Baltimore. 
Baltimore participants’ reactions ranged 
from apathy and lack of comprehension to 
outright hostility and distrust. Some did 
not understand the information; others did 
not think it was relevant; still others did not 
trust the source. Most were exclusively 
interested in information on costs, cover-
age, and doctors in the network. 
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In San Diego groups, although there was 
interest in quality data, only those in the 
group of people age 65 or over liked the 
indicators used in the sample charts. Some 
did not like the use of opinions. One person 
noted that “You can’t extrapolate from this. 
If they are good at mammograms, it doesn’t 
mean they are good at something else. If 
you had a series of tests to compare, it 
would be very useful.”  However, these 
groups were sufficiently engaged to sug­
gest a number of indicators they would find 
useful, including referral rates for special­
ists and second opinions; rates of a wide 
range of preventive examinations such 
as eye exams, prostate cancer checks, 
colonoscopy, cardiovascular stress tests; 
complaint rates; qualifications of doctors; 
and patient satisfaction measures, such as 
how well people feel they are treated; 
whether patients are getting the care they 
need; how long the doctor spends with a 
patient; waiting times, etc. (Note that virtu-
ally all the patient satisfaction topics are in 
fact included in the CAHPS® instruments.) 

When asked about what sources of infor­
mation they would trust, the Federal 
Government was considered trustworthy 
in all groups except the Baltimore group 
for people with a high school education or 
less. Group members also trusted at least 
some (though not all) HMOs to give them 
information about their own plan, especial­
ly in writing; physicians; health insurance 
counseling programs sponsored by the 
government or by non-profit agencies; pub­
lications such as Senior World, and con­
sumer groups. Insurance agents were not 
trusted, and in fact were treated by several 
participants as the quintessential “not to be 
trusted” information source. Some partici­
pants expressed distrust of information 
sources that had a “profit motive.” 

Several participants under age 65 in the 
San Diego groups thought that they need­
ed to have personal contact with providers 

in order to judge quality. Especially for 
those in the lower education level group, 
with the greatest proportion of non-
English speaking relatives, being there on 
an office or facility visit was more impor­
tant than comparison charts. 

Although the Baltimore and San Diego 
groups also varied with respect to the 
forms of information that would be most 
helpful to them, in both markets, certain 
key themes emerged. With respect to 
printed information, people want easy-to-
understand comparison charts containing 
information specific to their local market 
that is not long but contains all the details 
they need and all the options. If print mate-
rials are too thick or long, or if they are in 
language that is too technical, they are not 
helpful. Indeed, people do not want mater­
ial that, as one woman put it, “makes [her] 
feel stupid.”  One participant thought the 
materials should be at third-grade reading 
level, with a check box for further infor­
mation. In San Diego, not only Hispanic 
but non-Hispanic group members thought 
it was important for materials to be avail-
able in Spanish. 

In both markets, many people, especially 
decisionmakers and those age 65 or over, 
thought interaction with a counselor would 
be most useful. In Baltimore in particular, 
people liked the idea of having seminars in 
“safe and convenient” locations, such as 
libraries, and other places in the communi­
ty, such as hospitals and senior centers, 
where people generally go for help with 
health and related problems. Many 
Baltimore participants thought they did 
not know enough to even begin an infor­
mation search that was specific; the idea of 
a seminar where they could both learn and 
ask questions was therefore attractive. In 
both markets, participants thought it was 
critical to market the availability of coun­
seling services heavily, using television 
and radio, for example, so that caregivers 
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would know about them. Also in both mar­
kets, participants wanted the information 
and materials targeted specifically to fami­
ly members and friends helping beneficia­
ries, and if possible mailed directly to the 
participants. 

Some participants thought telephone 
counseling was an option but only if they 
could speak to a real person rather than 
getting caught in a telephone menu of 
some kind. Relatively few participants 
thought they would be likely to use the 
Internet; not surprisingly, most who did 
were in the higher education level groups. 

CONCLUSIONS AND IMPLICATIONS 

Friends and family help beneficiaries in 
response to trigger events such as the 
death or retirement of a spouse; the family 
member or spouse becoming eligible for 
Medicare; and declining health, especially 
when a parent is moved closer to the child. 
Crises such as a need for hospitalization 
for a serious medical problem or entering a 
nursing home are triggers for immediate 
information, whereas expensive prescrip­
tions or procedures or a problem with the 
health care system are triggers that are 
less immediate. Many also help because 
the beneficiary has difficulty reading, or 
reading English, or understanding the 
information relevant to health care cover-
age options. 

All groups in both sites reported an inad­
equate amount of information available to 
caregivers and a special need for clear, con­
cise information. There were differences 
between sites, however, and between those 
making decisions in contrast to those pro­
viding help. San Diego respondents, 
because of their familiarity with managed 
care, were more likely to behave as con­
sumers doing comparison shopping, 
whereas Baltimore respondents were 

more often responding to a crisis and were 
less aware of having choices. In both sites, 
decisionmakers, rather than decision 
helpers, were more often responding to a 
crisis and were the most likely to have dif­
ficulty finding helpful information. 

Very few group participants received 
information from Medicare directly. A 
very small number of participants obtained 
information from SHIP programs; an 
equally small number used the Internet; 
and a very few got information from 
Medicare & You. Few participants were 
aware of Medicare & You, and almost none 
of those read it. Some participants in San 
Diego got comparison information from a 
senior newspaper. Many of the others got 
information from HMOs and other insur­
ers, although they said that was the source 
they trusted least. More, especially in 
Baltimore, received information from doc-
tors, doctors’ staff, State offices, Social 
Security offices, and social workers. Many 
participants complained that they did not 
have access to the beneficiary’s mail. 
Others said they could not understand the 
information they received. 

There are important differences between 
family and friend intermediaries and bene­
ficiaries themselves. Family and friends 
often have limited time and may be in a 
stressful situation as a caregiver. They feel 
the pressure of making the right decision 
in a short period of time, often with infor­
mation they do not understand. Many 
caregivers do not know the difference 
between the different programs and kinds 
of insurance and do not understand the 
materials they are given. They find them-
selves in the role of having to be knowl­
edgeable advisors in situations they do not 
understand and with information they 
often cannot comprehend. This makes 
them averse to making changes and risk­
ing something new. Several participants 
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said that because they did not understand 
the materials, they had they decided to 
keep the supplement the beneficiary 
already had. 

The knowledge, attitudes, and experi­
ences of family members with their own 
health insurance often play a role in the 
kind of options they consider and the 
advice they give. Participants are most 
likely to advise the beneficiary to have the 
kind of insurance they (the participants) 
themselves have. Next most often, the par­
ticipants try to keep beneficiaries on the 
insurance that the beneficiaries currently 
have to eliminate the risk of making changes. 
Thus, the lack of familiarity of Baltimore 
residents with Medicare HMOs led to wari­
ness about this option, but in San Diego, 
where many participants were knowledge-
able about HMOs in general, family mem­
bers thought of a major and highly inte­
grated Medicare HMO as an appropriate 
and desirable option for their parents. 

There was a major difference between 
sites in the participants’ understanding of 
the differences between fee-for-service and 
managed care. San Diego groups had 
more understanding of the differences. 
Similarly, they had more interest in com­
parisons of quality and made many sugges­
tions about specific quality indicators that 
go beyond those currently available either 
in Medicare & You or on the Medicare 
Compare Web site. 

Most participants from both sites trust­
ed the government as a source of informa­
tion; only a few from the Baltimore group 
with no more than a high school education 
were wary of the Federal Government 
because they feared being put in a health 
plan they did not choose. 

The theme heard most often in all 
groups was the need for simple, accessible, 
concise written information, especially 
information about what is available, what it 
costs, and what it covers. As one man said, 

“It could all be on a card, ‘ These are the 
HMOs, these are the supplements, here’s 
what they cost, and here’s what they 
cover.’ ”  Many had such information given 
to them by their employer and wanted the 
same simplicity. Caregivers who are frus­
trated by not having this kind of informa­
tion are not interested in complicated qual­
ity information. 

Many participants in both markets 
thought that in-person support from coun­
selors would be very valuable. Baltimore 
participants overwhelmingly wanted semi­
nars with trained counselors available to 
help, so they could find out which pro-
grams were available and ask questions. 
They suggested the seminars be adver­
tised on television or radio and that there 
be educational spots on television and 
radio. Most did not use the Internet. They 
also wanted mail sent directly to them, the 
caregivers. San Diego groups wanted 
more detailed information on coverage and 
quality. 

These findings have several implications 
for the NMEP and other efforts to support 
beneficiaries in making decisions. First, 
family members and friends are definitely 
an important audience, one that has large­
ly been ignored. Second, information and 
materials need to be targeted specifically to 
this group. Identifying beneficiaries’ 
helpers may be quite difficult, however, 
because CMS, for example, does not know 
who or where they are. In addition, these 
helpers clearly have very low levels of 
awareness of the information and assis­
tance that actually is available to them. 
This implies the need for both (1) major 
marketing and outreach campaigns to let 
this audience know about the help that is 
available and (2) the creative use of part­
nerships with other organizations that can 
be effective channels to family members 
and friends. It also implies the need for fur­
ther research, including not only additional 
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focus group research in a wider range of 
markets but perhaps systematic survey 
research based on focus group results that 
would make findings more generalizable. 
Although the distinctiveness of our two 
market sites was useful for drawing con­
trasts, we need information on the full 
range of people in this audience, across 
markets of different kinds. 

Third, like other audiences, family mem­
bers and friends need simple, easy-to-
understand, concise, yet comprehensive, 
comparative information that is specific to 
local markets. Developing such materials 
is a challenging task on which work has to 
be initiated. One of the greatest challenges 
may be that information on physician net-
works and hospital affiliations may be 
deemed critical by this audience and is one 
of the most difficult types of information to 
gather, maintain, and organize. Another 
challenge may be that, although some fam­
ily members and friends will want and be 
able to understand more detailed informa­
tion, others will not. This implies the need 
for some kind of “layering” strategy to 
ensure flexibility in response to such indi­
vidual differences. In addition, it is clear 
that, in some communities, information 
must be provided in languages other than 
English and be reviewed to ensure cultural 
appropriateness and attractiveness. 

Fourth, especially in markets where 
Medicare managed care is relatively new, 
workshops and seminars, as well as indi­
vidual counseling, may be essential sup-
ports for caregivers, and especially for 
those decisionmakers operating under 
intense time pressure, who do not have the 
time to undertake extended searches for 
information. In these markets, mass media 
campaigns may also be required not only 
to promote the availability of comparative 
information but also to communicate key 
messages that are clearly not being heard 
by this audience, such as the message that 

no one ever has to choose an HMO or that 
you remain in Medicare when you join an 
HMO. 

Friends and family members may have 
less time, more stress, but no better under-
standing about health care coverage choic­
es than the average beneficiary. 
Sometimes, however, they are in a better 
position than those they are helping to 
acquire, understand, and use information. 
They represent both an important chal­
lenge and an important opportunity to 
those within the Medicare program and 
beyond, who want to ensure that beneficia­
ries have the information and support they 
need to make appropriate health care cov­
erage choices. 
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