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Abstract

Background: Willingness to pay is a valuation technique that has
rarely been applied in mental health economics. First used in
environmental economics to measure the intangible value of
environmental improvements, WTP has increasingly been used in
health care economics. The technique may be useful in mental
health policy research where it can be critical to include the
intangible impact of mental health treatment on individuals other
than the person with illness, such as family members, in cost-benefit
analyses.

Aims of the Study: The goal of the study was to test the application
of WTP in a sample of individuals who have family members with
serious mental illness. This paper describes the survey development
process and the feasibility analysis that was conducted as part of the
study.

Methods: A mail survey was designed by the author in two phases
and utilized cognitive pretests and focus group pretests in the
process of development. Qualitative analysis of this process resulted
in a revised survey instrument that was then distributed to a random
sample of 2000 individuals who have family members with mental
illness. Feasibility was evaluated based upon the study response
rate, the willingness to pay item response rate and an outlier
response analysis.

Results: Qualitative analysis during the survey development process
found that it was critical to consider two areas of concern in the
application of WTP with this population in the mental health field.
Some respondents experienced a highly emotional response to the
initial versions of the survey, and complex probabilities were
difficult for the respondents to answer. These findings resulted in
significant modifications in the survey design. The analysis of
response rate, WTP item non-response rate, and outlier responses
found no significant concerns regarding overall feasibility of WTP
with this population.

Discussion: Based upon the results from this study, WTP is a
potentially useful tool for further research in the mental health
policy and economics field. However, significant accommodations
must be made in survey design to account for a possibility of a high
level of emotional distress for those dealing with the illness of a
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family member. Some of these modifications may be in contrast to
the recommendations currently being followed in health care
economics. Face-to-face surveys may be preferred in some cases,
such as with elderly respondents. Limitations of this study include
the lack of targeted follow-up due to the anonymous study design
and the fact that there are so few models for WTP studies in mental
health.

Implications for Mental Health Policy: Given that effective
mental health programs can be matched with additional
expenditures, it is important to explore comprehensive measures of
value for treatment in cost-benefit analysis. The values of persons
whose family members have serious mental illness are important to
consider in setting policy. The success of this study suggests that
WTP could be used in other settings, e.g., to understand community
preferences for mental health treatment programs, to understand
differences in preferences across multiple stakeholder groups.

Received 16 March 2004; accepted 30 March 2005

Introduction

More than four decades ago, Rashi Fein argued that an
understanding of the costs of mental illness must be
expanded to include loss of work days as well as the
psychological distress resulting from illness.! Since then,
others have argued that justifying public expenditures on
mental health services should be evaluated according to a
broad definition of the value of care, particularly given that,
in some cases, better mental health services do not
necessarily result in cost offsets and yet may lead to socially
desirable outcomes.>> Despite the growing recognition that
some measure of value must be incorporated into public
policy decisions regarding mental health service delivery,
few studies in mental health economics include measures of
the broader psychosocial impacts of improved mental health
services.*”

One technique for estimating the value of health care
treatment that is increasingly being applied in health policy
research is the willingness to pay technique (WTP).® This
technique is administered by means of a survey, in which the
respondent is asked how much he or she is willing to pay for
a specific treatment outcome. The WTP value is considered a
comprehensive measure of value, one that theoretically
includes the respondent’s value for both direct and indirect
costs, including intangible costs such as the pain and
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suffering associated with the illness. Some of the advantages
of WTP as a valuation technique are its flexibility across
different stakeholder groups and its ability to estimate the
value of treatment for those other than the treated individual,
usually referred to as the ‘“‘non-users’” in the literature.
However, in health economics to date, WTP has mostly been
used to measure the value of treatment outcomes for the user
of the treatment,’” with only a few exceptions where the non-
user values of family members and others were measured.'%!2
Potential disadvantages of the WTP method include the
possibility that the hypothetical nature of the WTP scenario
may result in an overestimation of the “‘true”” WTP value, '
the potential for “‘yea-saying’’® and concerns that the WTP
value may not be sensitive to changes in the scope of the
health outcome. '

Using a measure that incorporates an estimate for these
intangible impacts in economic estimates may be particularly
important in the mental health field, given the level of
subjective burden associated with serious mental illness.'>™'®
Failure to include some measure for these impacts may result
in estimates that seriously underestimate the true costs of
illness. Applying economic valuation techniques to measure
the value of intangible quality of life improvements in mental
health evaluations can be difficult.*'® Nevertheless, although
limited, the work that has been done suggests that WTP is a
useful and applicable methodology in the mental health
field, 10-20-22

The primary purpose of this study was to supplement this
limited literature by assessing the WTP technique in the
mental health field with a population of family members.
WTP was originally developed to measure public goods in
environmental economics,”*** and many of the guidelines
followed by health services researchers in the design and
administration of WTP studies are based on early
recommendations made by a federal panel of National
Oceanic and Atmospheric Administration (NOAA) experts
in the environmental field.?® It is not immediately obvious,
however, whether these NOAA recommendations are
necessarily applicable for all WTP studies in health care,®>¢
and particularly whether they apply in mental health
economics where so few WTP studies have been conducted.
A secondary purpose of this study was to try to apply these
recommendations in a WTP study in the mental health field.

A mail survey was designed by the author and
administered to a national random sample of members of the
National Alliance for the Mentally 111 (NAMI), a support and
advocacy group for those who have family members with
serious mental illness (SMI). In this paper, I will discuss the
feasibility of applying this methodology with this population,
and in particular whether the recommendations made in the
NOAA report were found to be applicable with this
particular study population. In order to analyze the
feasibility, two different components of the study itself will
be described.

First, the two-staged survey development process will be
outlined and the qualitative analysis conducted while
adapting this instrument will be described. The qualitative
work that was conducted as part of this process consisted of
cognitive interviewing and a group pretest. In particular, the
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recommendations made both by the NOAA panel and by
researchers using WTP in health care economics will be
assessed according to the unique characteristics of both the
mental health field and the population sampled for this study
— NON-USers.

Secondly, the overall feasibility analysis conducted using
the data from the completed mail survey will be reported.
This analysis uses common measures of successful
application for WTP surveys such as item non-response and
study response rates to evaluate the general applicability of
this methodology in the mental health field. Based upon
these findings, I will make some recommendations for future
applications of this technique in mental health services
research.

Methods

This study utilized a mixed methods approach to adapting
and analyzing the feasibility of WTP for persons who have
family members with serious mental illness. Given that
concerns have been raised in the WTP literature regarding
the sensitivity of valuing illness in monetary terms,?’ and
since WTP has never been applied in the mental health field
with family members, the qualitative survey development
process was considered a critical component of this study.
Few studies report the preliminary research and testing of the
WTP question,”® and, in general, researchers in health
economics do not use or report qualitative, survey
development methods in their work.?*° Here, the qualitative
methods used in the development of the WTP scenarios are
described first, and then the quantitative methods used in the
subsequent mail survey are outlined.

Development of WTP Scenarios

Two WTP questions (WTP-A and WTP-B, Appendix I and
Appendix II) were adapted from the health economics
literature.>'*>?*> The two WTP questions were then
subjected to rigorous evaluation, by means of a cognitive
interview with two persons who had family members with
serious mental illness and a group pretest with NAMI
members (n=21). The research goal for this phase was
twofold — to test whether the WTP scenarios were
meaningful and understandable, and to explore the potential
for a negative reaction to the questions.

Cognitive Interviews

Cognitive interviews were conducted early in the process of
survey development to provide in-depth information about
the effectiveness of the WTP scenarios at capturing the
construct of intangible effects of illness for this population.
Cognitive interviewing is considered by many to be a critical
component of survey development,>®37 especially when
developing new measures. The interviews were conducted by
the author on separate occasions with two middle-aged
women who both had adult children with serious mental
illness. One was a current member of NAMI, and the other
had belonged to the organization in the past. Both were
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referred by colleagues of the author who knew them
personally. The two WTP questions were mailed to the
respondents who completed the questions and then were
interviewed in a debriefing session by phone.

The cognitive interviewing method used was retrospective
cognitive probing.*® Each respondent was asked in an open-
ended debriefing session what they were thinking when they
answered WTP-A and then WTP-B. This technique has
effectively been utilized in other studies in the mental health
field.>® The conversations explored whether there was any
expression of discomfort with the questions, either in the
way they were worded or in the information they were trying
to generate. The cognitive interviews also explored whether
the respondent was able to consider the hypothetical situation
and respond in a meaningful way. During the interviews,
notes were taken by hand.

Group Pretest

A group pretest was held at the end of a meeting of the state
chapter of NAMI. The NAMI research director in the
national office referred the author to one of the persons
leading this meeting, who arranged to put the study pretest
on the agenda. The objective of this group meeting was to
test the WTP questions with as many NAMI members as
possible, while at the same time observing immediate
reactions to the questions in order to evaluate their
feasibility. In order to accomplish both objectives, the author
held a large group pre-test rather than a smaller, more
structured focus group.

The author met with the NAMI group at the end of their
regular monthly business meeting. After describing the study
briefly, the author distributed WTP-A and WTP-B to the
individuals in the group, and they all read and completed the
two scenarios. The survey questions were then discussed in
the group. The author had prepared an interview guide to
guide the discussion. At the very end of the meeting, those
respondents who wanted to do so passed in their completed
pencil and pen surveys to the author. In addition, the author
took notes during the discussion.

Analytic Procedures

There were three sources of data for the qualitative analysis
of the development of the WTP questions: the author’s notes
from the cognitive interviews, the author’s notes from the
group pretest process and the actual completed WTP
questions from the group pretest for those who passed in
their survey (n=8). The analysis was conducted using
constant comparison, a method based upon grounded
theory®® by which the major themes that emerged during the
cognitive interviewing were then reflected upon in an
iterative fashion when analyzing the notes from the group
pretest, and while organizing the responses to the WTP
questions from the group pretest. Both open and close-ended
responses to the WTP questions from the pretest were
entered in a table, outlined and analyzed by comparing the
responses received. Since only a little more than a third of
the group returned the survey, and the WTP questions varied
across different versions of the survey (see below), the
analysis was also based upon comparing the WTP items of

those who turned in the survey with the WTP items in the
surveys of those respondents who did not.

Mail Survey

Measures

Feedback in these early stages of survey development
resulted in significant revisions to WTP-A and WTP-B,
which were combined into a single question (WTP-C) and
included in the final version of the survey. WTP-C (see
Appendix III) consisted of a single item asking the
respondent how much he or she would pay for a medication
for the family member with SMI that would significantly
improve his or her functioning.

In addition to WTP-C, the final survey also included a
number of other measures. Thirty-day expenses on behalf of
the family member with SMI were measured using a scale
adapted from Tessler and Gamache.*® Respondents were
asked to record expenses in 5 broad categories: pocket
money, personal expenses, medical expenses, living
expenses and other. Each of these categories was further
broken down into several components. Respondents first
checked whether they helped with any expenses in the broad
categories during the last 30 days. If they responded
affirmatively, they were then asked to specify how much
they spent in each specific area. For example, if the
respondent had helped pay for personal expenses, he was
then asked to specify the exact amount in the following
categories of personal expenses: transportation, clothing,
cigarettes, personal items, and other. Following data
collection, all responses in the ‘‘other’’ categories were
reviewed, and in some cases new categories, such as
entertainment, were created.

Measures of the family member’s symptomatology and
need for help with activities of daily living were also
included in the survey. Both measures were modified in order
to shorten the number of items, due to the need to keep the
mail survey instrument brief and encourage good response
rates. Symptomatology measures were adapted from the
BASIS 32, an outcomes instrument widely used in mental
health evaluation and research.*' Two to four items were
selected from each of the five following symptom categories:
relation to self/others, daily living/role functioning skills,
depression/anxiety, impulsive/addictive behavior and psy-
chosis. Respondents were asked to check whether the family
member with SMI had ever experienced the symptom, and if
so, the severity in the last year. The activities of daily living
measures were adapted from Tessler and Gamache.** Four
out of the original eight categories were chosen for measure-
ment: household tasks, managing money, taking medication,
and personal self-care. Respondents were asked how many
times per week the family member needed help with the task,
how often the respondent did the helping, and whether the
respondent minded helping. Although both the symptomatol-
ogy measure and the ADL measure were modified from their
original form, alphas run for these modified scales were
above 0.80 in both cases.

Measures of the family member’s illness and treatment
history, living situation and demographics, and respondent
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demographics were also included. These items were adapted
from other surveys conducted with persons who have family
members with serious mental illness.***

Administration

The survey was mailed to a random anonymous national
sample of 2000 persons belonging to NAMI, a family
support and advocacy group. One week later, a reminder
postcard was sent to every person in the sample. Given the
anonymity of the study design, it was impossible to mail
targeted follow-up letters to those who had not responded.
Out of the 810 surveys returned, 660 were eligible cases with
a living family member with SMI. After weighting the
original sample size for ineligible non-returns, the study
response rate was 40%.

This response rate is similar to other WTP studies in health
care using a similar methodology. Response rates for mail
studies without extensive follow-up that were found in the
literature review range from 42%°" to as low as 7.6% in a
general population national mail survey.** Response rates for
mail studies with follow-up letters were generally higher,
ranging from 57%,* to 64%,*° to a high of 77%.*” However,
all but one of the samples for these mail studies were drawn
from treatment clinics using non-random sampling
techniques, which introduce biases inherent to non-
probability sampling techniques. Most WTP studies in health
care have been conducted using convenience samples, and
have been criticized for limited generalizability across
income and ethnicity.”® At the same time, it is important to
note that NAMI members are not necessarily representative
of the population of persons with family members who have
serious mental illness. In general, they are better educated,
have higher income levels and represent fewer ethnic
minorities than the general population,®**® which may also
make them more responsive to mail surveys such as the one
used in this study.

Analytic Procedures

The quantitative portion of the feasibility analysis consisted
of three stages. First, the study response rate was analyzed by
comparing early and late returns in order to identify potential
biases. Then, WTP non-response and zero responses were
analyzed. The WTP item non-response is considered an
important indicator of the overall feasibility of the question
in a WTP study. It is also important to analyze zero
responses closely in order to identify whether the study
yielded a high number of so-called ‘“protest zeros.”” Protest
zeros are zero responses in which respondents do not
necessarily value the commodity at a low level, but instead
may believe they should not have to pay for the medication,
either because government should pay for it, insurance
companies should cover it, and so on. Chi Square procedures
were used in order to identify differences between those who
either did not answer the WTP question or were willing to
pay no money, and the rest of the sample.

Lastly, outlier responses were analyzed. There are
frequently concerns in WTP surveys that due to the
hypothetical nature of the question, respondents may
seriously overestimate their “‘true’” willingness to pay.'?
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Initial analysis of outlier responses was conducted by
calculating the ratio of WTP with the respondent’s income.
Income was measured categorically, and so the value used
was the midpoint in the range for each category. Chi-square
tests compared differences between those WTP more than
25% of their income with the rest of the sample.

In order to analyze more closely the outlier responses, the
author determined a cut point where an unreasonable WTP
amount was more than 50% of a respondent’s annual
income. Determining this cut point was necessarily arbitrary.
A review of other WTP studies yielded no consistent
framework for such a judgment. For example, one study did
not include those who were WTP more than 50% of their
income for arthritis medication in the analysis, deeming that
these cases gave unreasonably high responses.*’ In contrast,
another study based the analysis on a comparison between
those families WTP more than 50% of their income for
nursing home services for their family members and those
WTP less than 50%.°° The literature on out of pocket burden
for mental health care expenses provides some guidance in
the definition of excessive burden that can be extended here.
For example, one study defined spending more than 20% of
an individual’s income on out of pocket mental health care
expenses as a burden.”' Given that the WTP amount here
was presented as a comprehensive scenario that theoretically
included living expenses as well as treatment expenses, and
that a definition for an unreasonable amount should be
higher than actual burden, a willingness to pay amount of
more than 50% of the respondent’s yearly income was
chosen as the cut point for an unreasonable response.

Results

Qualitative Analysis in the Development of WTP
Questions

WTP-A in the first draft of the survey was based on a WTP
question in health economics that valued a ““cure’” for the
disease*® and used an open-ended response format (See
Appendix I). Following recommendations by the NOAA
panel to adopt a dichotomous choice format for WTP
questions, WTP-B was designed as a simple yes/no
alternative, with bids varying from very high to very low
amounts across several different versions of the question, a
format that has been successfully applied in other WTP
studies in health care.’*>® The valuation scenario was
presented under conditions of uncertainty, and the chance
that the drug would work varied at either 50% or 80% to test
changes in responses based on the scope of the good valued
(See Appendix II). Outcome scenarios were based on case
descriptions used in the development of the Basis 32.%!

Two overarching themes emerged from the qualitative
analysis of the survey development process with implications
for survey design using WTP in the mental health field —
emotional responses to the WTP questions and evaluating
choices in the WTP scenario. These findings prompted the
researcher to reconsider the utility of the NOAA
recommendations in this specific context and resulted in
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significant revisions to the WTP-A and WTP-B questions.

Emotional Responses to the WTP Questions

First, in both the cognitive interviews and the group pretest,
respondents had strong immediate emotional responses to
being asked to value their family member’s health in
monetary terms. In WTP-A, respondents had a difficult time
thinking about placing a monetary value on a “‘cure’” for
their family member’s illness, as the notion of a ““cure’” was
too abstract, and many within the group were skeptical that
such a cure could ever be found. Other respondents
expressed anger at being asked how much they were WTP
when they were already spending so much money.
Particularly in response to WTP-B, the respondents were
angry about being asked to pay for something that might not
work.

In response to these reactions, revisions were made, and
the final WTP-C presented a valuation scenario that focused
on simple and concrete quality of life outcomes rather than a
“cure,”” by asking the respondent’s willingness to pay for a
medication that would allow the individual to live
independently, with a job and friends. Although much care
for chronic mental illness includes more than just drug
treatment, using medication as the catalyst for the quality of
life outcomes in the WTP scenario was based upon the need
for generalizability across multiple forms of mental illness.
Recent data show a substantial number of persons use
prescription drugs to treat mental health and substance abuse
disorders,’* and this scenario was thought to have the
broadest applicability. By focusing on medication in the
WTP scenario, it is nevertheless possible that this study may
not represent those whose family members are not taking
medication and who may have found the scenario irrelevant
to their situation.

The hypothetical WTP scenario was also designed to be
comprehensive. Respondents were asked to imagine that the
medication was the only item they needed to finance for their
family member to achieve the quality of life outcomes and to
consider the cost savings from other services that the family
member would no longer need. In this way, the scenario was
designed to be applicable even to those respondents who had
family members who received multiple services other than
medication.

In addition, an extensive introduction was added to place the
final WTP-C in context. The introduction included wording
that reassured the respondent that although the “‘true cost’” of
mental illness could never be measured in monetary terms, the
attempt to estimate a WTP value would provide important and
helpful information to policy makers. Some have suggested
that decisions concerning values and preferences should take
place as part of an interactive process in which the respondent
has time to reflect on the decision.”>>” With this population,
and possibly by extension other non-user populations where
the illness being valued has had a devastating impact on a
family member, survey administration may require a more
lengthy process than simply asking the WTP question
outright.

Evaluating Choices in the WTP Scenario

Secondly, the respondents displayed some difficulty
evaluating how much to pay for the medication given the
chance that it would not work. Some respondents felt that
asking a simple dichotomous yes/no question presented them
with an impossible choice between helping their family
member and financial ruin. In the pretest, out of those who
turned in a completed survey (n=8), all answered yes to this
dichotomous choice question except for two respondents
who refused to answer either of the WTP questions and one
person who didn’t understand the question. This finding
suggests that the potential for “‘yea-saying’’ that has been
observed in WTP studies using dichotomous choice in health
economics may be even more likely to occur in the mental
health field.® Further, even thought the pretest took place in
an in-person group setting, none of the pretest respondents
who received surveys with a high cost for the medication and
a 50% chance of effectiveness returned the survey. This
observation suggests that persons who really cannot afford
the medication being valued or find the valuation scenario
too risky may choose not to turn in the survey, rather than
admit they are not willing to pay.

As a result of this analysis, an alternate response format
was adopted using a payment scale mechanism instead of a
dichotomous choice response format. The payment scale lists
a series of values from very low to very high, and the
respondent picks the WTP value from that list. This type of
response has been widely used in health economics with
successful results.®>®>° The rationale for this change was
that it was important to allow the respondent to choose at
least some amount, even if it is very small, in order to avoid
the possibility that forcing a choice in response to a single
monetary value might result in refusal to answer the question.

The complex probabilities were also dropped from WTP-
B. Although the NOAA panel had recommended that tests of
sensitivity to the size of improvement be included in all WTP
surveys, there is some indication that such tests may not
always be applicable in health and mental health economics,
e.g., cases in health care where one either receives the good
or does not such as mammographies.'*?® In this study, the
probabilities were dropped in order to avoid unnecessary
abstractions in the hypothetical scenario and to avoid
frustrating respondents who were already paying a
significant amount of money for treatments that may not
work. Table 1 summarizes the characteristics of the original
WTP-A and WTP-B in the initial draft of the survey, the
recommendations made by the NOAA panel related to these
survey elements, and the modifications made with WTP-C in
the second and final version.

Analysis of Mail Survey: Response Rate, Item
Non-Response and Outliers

An analysis was conducted to assess the use of WTP as an
estimation tool with this population. A rough measure of the
feasibility of this estimation tool with this population is the
study response rate. At 40%, the response rate was, in fact,
higher than the 35% that the NAMI research director had
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Table 1. Summary of Survey Design Characteristics by NOAA Recommendations

Characteristic NOAA WTP-A WTP-B WTP-C
of Survey Design Recommendations (in survey)
Valuation scenario No comment Cure Change in symptoms Concrete quality of life

Response format

Consistency tests

Dichotomous choice

Included test of WTP

Payment card

Dichotomous choice

outcomes.

Payment card

to size of health effect

Introduction to the No comment None

WTP questions

Mode of administration Face-to-face,
interviewer
administered

Account for
hypothetical bias

Included budget
constraint reminder

Included test for Test dropped. No

the scope of the complex probabilities
health change. were asked.

None Extensive introduction

added.

Mail, self-administered.

Included budget
constraint reminder

said to expect in a survey of this kind (L. Hall, personal
communication, 1999). An analysis of early versus late
returns found no difference in the sample groups according
to income, degree of financial contribution to family
member, number of diagnoses of family member, severity of
symptoms, region of country, relationship to family member,
whether family member lived with respondent, and WTP
amount. The only difference was that later returns were
slightly more likely to report having a family member with
no need for help with activities of daily living (ADLs) (Chi
Square = 8.159, p=.043). Taken together, the response rate
and the analysis of early versus late responders supports the
overall feasibility of using WTP with this population.

Item non-response of the WTP question was also assessed
as an important measure of overall feasibility. The item non-
response for the WTP question was 11.3%. In comparison
with other self-administered surveys, this non-response rate
was higher than others that used dichotomous choice for
eliciting response but lower than studies using simple open-
ended elicitation methods.*>*®°%:%% A broad range of
variables was tested using Chi-Square tests, and those who
did not answer the WTP question had lower income,
education and need for help with ADLs, and were
significantly more likely to be over 65 years of age (p=.001).
These results suggest that for this survey, and in this
population, those who are elderly or whose family member
functioned fairly well may have become frustrated with the
complexity or seeming irrelevance of the WTP question and
refused to answer it.

The potential for protest zeros was also analyzed using
Chi-Square tests. Here, 6.3% of the sample was willing to
pay no money for the medication for their family member.
The only significant differences between zero responses and
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the rest of the sample were that they had lower income,
savings and education. In contrast to the missing data
analysis, none of the other demographic or illness severity
variables were significant, indicating that most in the sample
likely answered zero not as a protest but because they really
could not afford to pay.

Finally, the possibility of unreasonably high responses was
also examined. The ratio of the respondent’s WTP amount
over yearly income was calculated, and cut points of greater
than 25%, greater than 50% and greater than 100% were
determined (see Table 2). As can be seen from these data,
only a small proportion of the sample gave potentially
unreasonable responses to the WTP question in terms of
percentage of income. For example, considering a 50% cut
point, only 2.5% of the sample gave an answer in this realm,
thus providing little evidence of unreasonable responses to
the WTP question. Analysis comparing those who were
willing to pay more than 25% of their income (n=60) with
the rest of the sample found those with lower income, higher
savings and over 65 years of age were more likely to state a
WTP amount that was more than 25% of their income. None
of the other demographic and illness severity variables tested
in the previous feasibility analyses were significant here.

In order to analyze these cases further, the respondents who
were willing to pay more than 50% of their income (n=13)
were compared not only to the reported income but also to
reported savings. All of these cases had included information
on savings. Eight of these outlier cases reported enough
savings to pay the stated WTP amount for more than 10
years into the future. Three of these cases reported enough
savings to finance two years at the stated WTP amount. And
two cases reported enough savings to finance a single year of
the WTP amount given. None of these responses, then, can
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Table 2: WTP to Income Ratio (n=512)

Proportion of annual income N Percent
Greater than 25% 60 11.7
Greater than 50% 13 2.5
Greater than 100% 2 4

be considered entirely unreasonable when the household
savings are taken into account.

Discussion

Evaluating the value of mental health outcomes within an
economic framework is critical, and yet most cost estimation
techniques do not include a means of incorporating the
impact of these outcomes for those other than the individual
with illness. Recommendations have been made to use WTP
to conduct normative analyses of the impact of particular
mental health treatment options on wellbeing for the family
and society as a whole." However, there have been
strikingly few studies testing the applicability of WTP in this
arena.

Based upon the results from this study, WTP is a
potentially successful tool for further research in samples of
individuals who have family members with serious mental
illness. The findings from this study provide evidence not
only that this measurement technique may be transferable
into the mental health field, but that further use of this
technique to measure non-user preferences is also warranted,
both in mental health and general health care. Response rates
and item non-response rates revealed no pattern of
extraordinary difficulty in answering the WTP question in
this area of policy research.

It is important to note, however, that some of the changes
incorporated into the final WTP-C question were in contrast
to recommendations made by the NOAA panel (see Table 1).
There are several aspects of conducting willingness to pay
surveys with non-users in mental health services research that
need to be considered. First, the potential for a high level of
emotional distress needs to be considered in the design of the
questions. A clear introduction that describes the reasons for
asking the WTP questions and reassures the respondent that
WTP does not in any way represent the ““true personal cost of
illness’” are important to include. It may also be necessary to
place the question in a policy context first in order to elicit
reasonable responses.

Mode of survey administration is also important to
consider, and the results of this survey are mixed. There is
some evidence that WTP surveys administered by mail are
less vulnerable to social desirability bias.®* The qualitative
work for this study found that some respondents were
reluctant to refuse to pay, suggesting the risk of social
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desirability bias may be higher in this population, thus
making surveys that are self-administered more appealing.
The mail survey administered in this study did demonstrate
overall feasibility.

At the same time, the qualitative process of survey
development revealed a measure of sensitivity in
administering WTP questions with this population that
suggests a face-to-face format is preferable in some
situations, depending upon the severity of the family
members’ illness and the overall level of distress. In addition,
the analysis of the mail survey found that those with the
greatest challenges understanding and responding to the
WTP questions in this study were the older respondents. It
may be necessary to consider face-to-face formats with this
population, instead of using mail or self-administered
surveys, in order to provide explanations for elderly
respondents if the question is confusing. Using face-to-face
surveys is consistent with the NOAA guidelines, and should
be carefully considered in respect to the study’s objectives
and target population.

Regardless of the mode of administration, the use of
payment cards rather than dichotomous choice formats may
be an effective way to decrease the potential of “‘yea-saying”
from respondents who do not wish to admit they cannot
afford a specific amount and risk appearing as if they do not
want to help their family members. When using WTP with
this population it is also important to remind respondents to
answer the questions even if the family member is not
currently seriously ill.

Despite a concern by this author that eliciting WTP from
people who have seriously ill family members might result in
inconsistent and unreasonably high amounts, this study did
not encounter a high number of potentially irrational results.
There are a number of possibilities for why this did not
occur. Consistent with NOAA guidelines, the scenario was
explicit in reminding people to place their WTP value within
a budget context, and to think clearly about how much they
could afford. This reminder may have impacted this
population effectively. Alternately, the respondents may
have been trying to game the results in a negative direction.
They may have interpreted the policy implications of the
survey to mean that the lower WTP amount they gave, the
less the government might recommend charging for a
particular medication. Another possibility is that although the
hypothetical scenario was written in order to elicit the
respondent’s value, some may have perceived the question to
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represent what the respondent thought the medication might
cost on the market. In these cases, the respondent may have
given their best guess of the market value for the medication,
thus failing to estimate a comprehensive value for the
improved outcomes in their family member’s life. A final
possibility is that some respondents were not able to consider
accurately the comprehensive costs of all other services
provided to the family member and represent the value of
that amount in the hypothetical WTP value. More in-depth
surveys conducted in a face-to-face format might provide an
opportunity to explore in greater depth the other services the
respondent is covering on behalf of the family member and
whether the WTP scenario truly captures the value of this
care for the respondent.

There were a number of limitations to this study. First, the
low response rate, although expected, may mean that the
study is not feasible in some subset of the NAMI population.
Although the analysis of early versus late respondents did
not reveal serious systematic differences between these
groups, it was impossible to compare the final study sample
with the demographics of the NAMI population as a whole,
given that these data are not collected on a national level. It
is important to conduct further studies with a broader
population using random sampling techniques and extensive
follow-up in order to evaluate further the feasibility of this
technique across SES and race/ethnicity.

Another limitation of the study concerns the fact that there
are so few models for WTP surveys in mental health. Although
the survey questions were tested extensively, the lack of
comparable studies in the mental health field limit the ability to
compare the feasibility of this mode of administration and
survey items with other studies. Thus, the recommendations
made for applicability of WTP in this population need to be
tested and replicated in future studies. Finally, the WTP item
non-response rate of 11.3%, although lower than some
comparable studies, was sufficiently high enough to warrant
further research regarding questionnaire format and
administration. Future studies should be conducted in order to
test a means of decreasing this level of non-response and
improving overall response to the WTP question.

However, the overall feasibility was very promising, given
that family members are a crucial stakeholder group and
WTP studies are rarely conducted with them. The success of
this administration suggests that WTP could be used in a
number of other settings and populations groups, e.g., to
analyze the community’s preferences for mental health
treatment programs, to evaluate the value of different
treatment regimens for individuals with illness and their
family members, and to understand differences in
preferences across numerous stakeholder groups. The WTP
values of family members could be combined with those of
patients in order to calculate a more comprehensive estimate
of the value of different treatment modalities when
evaluating the costs and benefits of a program. Comparison
between WTP and other standard measures of treatment
preferences such as the time trade-off and standard gamble
techniques would also be important to study with this
population.®*®* It is important to continue to explore ways of
including the values of stakeholders in the evaluation of the
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benefits of mental health treatment programs, given that
effectiveness is also often matched with additional
expenditures, and yet the program may improve individual
wellbeing and social welfare.
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Appendix I
WTP-A

Now, think about the problems that you have circled on the previous
page. What is the most you would be willing to pay on a yearly
basis for a complete and permanent remission of your family
member’s mental illness?

e In other words, what is the most you would pay each year to
relieve your family member of all problems due to mental
illness?

e Assume that you will pay the same amount yearly from your
available income, and that your family member’s mental illness
will not recur during this time.

e When deciding how much you would pay, you may want to
consider any savings in expenses that might result from the
remission.

e Be sure to consider your budget in your answer, and remember
that the money you spend on this will not be available to spend
on other things.

(Please consider all the monetary amounts below carefully. Check
yes if you are willing to pay that amount. Check no if you are not
willing to pay that amount. Then, circle the maximum amount you
are willing to pay each year.)

Willing to pay: YES NO

$0 — —
$250 — —
$500 — —
$1000 — —
$1500 — —
$2500 — —
$5000 — —
$10,000 — —
$20,000 — —
$30,000 — —
$40,000 — —
$50,000 — —
$100,000 — —
$150,000 — —
$ 200,000 — —

If you circled $200,000 above, what is the maximum amount you
would be willing to pay each year?

$

Appendix II
WTP-B

For the next question, we would like you to think about a person
who is experiencing an acute episode of mental illness. This person
is not your family member. She is taken to be evaluated, and is
asked a number of questions that are used to determine her health.
On one typical measure of mental health, she receives a score of 4,
which is a very poor score. Below is a description of this person’s
behavior when she is first evaluated and scores a 4.

SCORE 4

The patient appears severely distressed and makes numerous
references to suicide. She is clear that she plans to overdose on
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alcohol and sedatives. She is experiencing insomnia, dizziness,
rapid heartbeat, and extreme feelings of worthlessness in life.
She reports hearing voices and is afraid to leave her house for
fear some stranger will try to hurt her. She is bingeing on shots
of whiskey five days a week. She is having a hard time managing
day-to-day life. She is neglecting the cleaning, shopping and
other household tasks. She has been unable to find work though
she claims to be looking for it. She feels extremely isolated.

Now, imagine that this person enters a period of treatment. At the
end of treatment, this person is again evaluated. This time she
scores a 1, which is a very good score. Below is a description of this
person’s behavior after treatment when she scores a 1.

SCORE 1

Client appears much less depressed and anxious. She says she
no longer wants to kill herself and feels more optimistic about
the future. She has stopped drinking and is going to AA
meetings. Her physical symptoms of dizziness and rapid
heartbeat have stopped. She is no longer hearing voices, nor
feeling fearful when she leaves the house. She is finding it easier
to take care of herself and her home. She has also developed a
good working relationship with a therapist and reports feeling
less isolated. She has an appointment next week with a job
counselor.

Now, think about your family member. For this question, we are
going to ask you to imagine that your family member is
experiencing symptoms similar to the person at SCORE 4 above.
He or she is struggling with a serious mental illness that is treatment
resistant, and remains stuck at SCORE 4 on the outcome measure
described above.

e Assume that a new drug becomes available that could move your
family member from SCORE 4 to SCORE 1.

e This drug is effective 50/80% of the time. In other words, 1 out
of 2/4 out of 5 people will experience a successful outcome.

e By successful, we mean that a person who takes the medication
as prescribed will stay at SCORE 1 for an entire year.

e If it works, the medication and a monthly consult is the only
psychiatric medical expense that the family member will need
during this time. The family member may still need some help
with living expenses, but at a much lower intensity than before.

e You cannot reduce or stop the payments for that entire year once
you start, even if your family member does not respond to the
medication.

Would you be willing to pay [one of the following values is
inserted: $25, $75, $150, $350, $500, $1500, $5000] a month for
this drug for the next twelve months? (please circle)

1 YES

2NO

If no, why not?

Appendix III
WTP-C

Introduction to WTP question
As you know, there are many medications currently being
developed to treat these and other symptoms of serious mental
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illness. Some of these medications are very expensive. Sometimes
they work well, and sometimes they do not work so well. Families
often must make difficult decisions about treatment for their family
members based upon the resources they have available.

One of the realities of our current health care system is that
treatment for serious mental illness is not always available for
everyone. People’s ability to pay and willingness to pay out of
pocket for treatment and services will vary. Families all have many
obligations and monetary responsibilities. Some families may be
able to contribute to their family member’s care, while other
families may need help from government programs such as
Medicaid. In order to understand the impact of serious mental
illness on the family, policy makers need to know how these
financial demands differ from family to family. One way you can
help us understand this impact is by estimating how much you
would pay for improvements in your family member’s ability to
function.

We understand that asking the monetary value for such
improvements is crude and varies tremendously. Certainly, the true
value of these improvements to yourselves and your family member
can never be expressed simply in monetary terms. Nevertheless, by
getting a sense of how much you would pay for improvements in
the functioning of your family member, you can help us provide
policy makers with very valuable information about the impact of
serious mental illness on families. Hopefully, this information can
be used to make real, concrete improvements in people’s lives.

THE QUESTION

For this next question, we would like for you to consider a possible
scenario. Imagine that a new medication is available that could
dramatically improve your family member’s functioning. Whatever
your family member’s current problems, this medication decreases
the symptoms of serious mental illness in such a way that your
family member is able to live a stable life. For example, family
members with serious mental illness who were previously unable to
work are now able to support themselves independently, without
help from you or government programs. Family members who were
unable to maintain social relationships are now able to develop and
sustain social supports and friendships. In other words, this new
medication decreases the symptoms and problems associated with
serious mental illness in such a way that your family member is able
to maintain a job, friends, a stable place to work, and other aspects
of a typical life.

Consider the following:

e The medication is not covered by health insurance

e You will need to pay for this medicine out of pocket for your
family member each year.

e This is the only psychiatric expense your family member will
have during this time.

Now, given your income and savings, what is the most you
would be willing and able to pay on a yearly basis for this
medication?

e Assume that you will pay the same amount yearly from your
available resources and that your family member’s improved
function will continue during this time.

e Be sure to consider any savings in your current expenses that
might result from your family member’s improved function.

e Remember that the money you spend on this will not be
available to spend on other things.

(Please consider all the monetary amounts below carefully. Please
check and then circle the maximum amount you are willing to pay
each year.)

Willing to pay:

$0
$250
$500
$1000
$1500
$2500
$5000
$7500
$10,000
$20,000
$30,000
$40,000
$50,000
$100,000
$150,000
$200,000

a. If you circled $200,000 above, what is the maximum amount you
would be willing to pay each year?
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