Care Partners and Multiple Sclerosis
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Background: Caring for someone with multiple sclerosis (MS) can be a stressful experience that requires
clinical attention. We investigated the impact of caregiver stress on the emotional well-being and physical
health of the MS care partner using the North American Research Committee on Multiple Sclerosis (NAR-
COMS) Registry.

Methods: Care partners of NARCOMS participants were invited to complete an online questionnaire that
captured demographic characteristics, health status, caregiver burden as measured by the Zarit Caregiver
Burden Interview, and impact of caregiving on employment.

Results: Of 1446 care partners who agreed to participate, 1333 had complete data. Most were men (n =
825, 61.9%), with a mean (SD) age of 51.1 (11.2) years. The mean (SD) Zarit total score was 24.6 (15.1),
placing the overall group in the mild caregiver burden range. Compared with male care partners, female
care partners reported higher levels of burden and stress and more medication use for stress/anxiety and
mood disorders. Male care partners were more likely to report physical concerns. Care partners of people
with primary progressive MS reported greater perceived burden than did partners of people with second-
ary progressive MS and relapsing-remitting MS. More than 40% of care partners (559 of 1288) had
missed work during the past year owing to caregiving responsibilities.

Conclusions: Care partners of people with MS have substantial physical and psychological health concerns

and experience an adverse impact on employment. Future research should evaluate how to mitigate the

adverse effects of caregiving and evaluate positive aspects of the role. Int ] MS Care. 2015;17:253-260.

ultiple sclerosis (MS) is a progressively
disabling chronic disease with peak onset
between ages 20 and 40 years. MS care part-
ners constitute a growing number of individuals who
voluntarily provide care for loved ones without compen-
sation. Compared with care partners for other chronic
diseases, they are more likely to be husbands, young to
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middle aged, parents of young children, and in the early
stages of their careers."” Research evaluating populations
caring for those with chronic illnesses has linked caregiv-
ing to negative effects on the care partner’s relationships,
social life, physical health, and overall psychological well-
being.>* Caregiving often alters career paths, causing the
care partner to substitute unpaid work for paid work.>®
Higher care partner burden is associated with an increase
in caregiving hours” and a decreased ability to maintain
paid employment.®

A meta-analysis analyzing differences in health effects
between care partners and noncare partners found that
care partners reported an overall poorer degree of health,
took more medications, had a 23% higher rate of stress
hormones, and had a 15% lower rate of immune respon-
sivity.* Chronic stress may produce adverse physiological
and psychological outcomes, such as cardiovascular
disease, hypertension, eating disorders, impaired physi-
cal functioning, cognitive decline, depression, anxiety,
decreased quality of life, and even death.”!"
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Sex may also influence perceived care partner burden
and the effect on physical and psychological health.
Exposure to chronic stress is central to the development
of cardiovascular disease, and observed sex differences in
cardiovascular disease may be due to differing abilities to
recover quickly after exposure to stress.'? Several stud-
ies have shown an increased susceptibility to stroke and
cardiovascular disease in male care partners' but not in
female care partners.’ In a study evaluating elderly adults
caring for spouses with Alzheimer’s disease,'* female
care partners reported more psychosocial problems and
health concerns, whereas male care partners actually had
worse physiological risk but reported better overall physi-
cal health. Additional studies also consistently report that
female care partners tend to endorse higher rates of con-
ditions such as arthritis, whereas male care partners tend
to have more hospitalizations for more serious and life-
threatening conditions, such as cardiovascular disease.'*

We aimed to investigate the effect of caregiver stress
on the emotional well-being, physical health, and
employment of the MS care partner using the North
American Research Committee on Multiple Sclerosis
(NARCOMS) Registry. We hypothesized that male care
partners would report more physical health concerns
than female care partners but good overall health.

Methods

Recruitment

NARCOMS is a project of the Consortium of Mul-
tiple Sclerosis Centers. Since 1996, NARCOMS has
maintained a voluntary registry consisting of partici-
pants’ self-reported data obtained at enrollment and via
semiannual questionnaires. At the time of data collection
in 2005, the registry had demographic and clinical data
for more than 29,000 individuals. We contacted NAR-
COMS participants by e-mail, regardless of their level
of disability or whether they had previously indicated
having a care partner, and requested that they refer their
care partner to participate in a study assessing the effects
of caregiving. Care partners who agreed to participate
provided their consent electronically and then anony-
mously completed an online questionnaire on a secure

website separate from the NARCOMS database.

Measures

Care partners provided basic demographic informa-
tion about themselves, including sex, age, years of educa-
tion, and years of caregiving, as well as information about
the patient for whom they provided care, including

age, educational level, MS course (relapsing-remitting
[RRMS], secondary progressive [SPMS], primary pro-
gressive [PPMS], or unsure), and years since diagnosis.

Survey participants completed the Zarit Caregiver
Burden Interview, a 22-item questionnaire designed to
reflect the stresses experienced by care partners by ask-
ing questions about the impact of the patient’s abilities
(eg, level of mobility, fatigue, personality change, and
cognitive dysfunction) on their own lives (eg, effect on
health, privacy, and social life)."” For each item on the
questionnaire, care partners indicated how often they
felt a certain way using a 5-point Likert scale (never,
rarely, sometimes, quite frequently, or nearly always).
Scores from each item are summed to create a total bur-
den score in which scores of 21 or less indicate little or
no burden; 22 to 40, mild burden; 41 to 60, moderate
burden; and 61 to 88, severe burden. The scale has good
test-retest reliability (ot = 0.71) and internal consistency
(o0 = 0.91) and good construct validity in caregivers of
people with dementia, stroke, chronic obstructive pul-
monary disease, and general medical disability.'®!”

Health effects were assessed by asking the care partner
a series of questions developed for this study. Specifi-
cally, they were asked to indicate 1) the current stress of
caregiving (on an ordinal scale from 1, indicating “not
stressful,” to 10, indicating “extremely stressful”), 2)
current health (on an ordinal scale from 1, indicating
“very healthy,” to 10, indicating “very ill”), and 3) use of
medications for conditions such as high blood pressure,
high cholesterol level, diabetes, mood disorder, sleep dis-
turbance, or headache. Additional items queried about
the two most stressful disabilities for a care partner (eg,
restricted mobility, bladder/bowel difficulties, inabil-
ity to use hands, visual disability, cognitive dysfunction,
fatigue, spasticity, personality change, or depression),
number of workdays missed in the past year due to care-
giving, changes in employment status (ie, from full time
to part time), and whether their primary-care physicians
were aware of their care partner status.

Analyses

We summarized categorical variables using frequency
(percentage) and continuous variables using mean (SD)
or median (interquartile range [IQR]) as appropriate.
We compared categorical variables between groups
using % tests and continuous variables between groups
using # tests or Kruskal-Wallis tests as appropriate. We
compared caregiver burden by sex of the care partner
and MS course using analysis of variance, with the Zarit
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Caregiver Burden Interview total score as the depen-
dent variable. Statistically significant differences for MS
course were evaluated further using Tukey post hoc
analyses to compare the burden scores for RRMS with
those for SPMS and PPMS.

We tested the hypothesis that men would report
more health problems, yet overall good health, by com-
paring scores for the physical health items from the
questionnaire using ¥ tests. We assessed the socioeco-
nomic burden of being a care partner by reporting the
need to change employment and the number of work-
days missed, and we compared this by sex and course of
MS using x* and Kruskal-Wallis tests. Statistical analyses
were conducted using SPSS for Windows, version 16.0

(SPSS Inc, Chicago, IL).
Results

Participants

We contacted all 12,826 NARCOMS participants
with a valid e-mail address on file. Most of those contacted
were female (74.8%), had a mean (SD) age of 50.2 (10.1)
years, and had a mean (SD) disease duration of 12.9 (8.5)
years. The e-mail asked these registry participants to invite
their adult care partner to complete a one-time anony-
mous survey online. A total of 1446 care partners (11.3%)
agreed to participate. After survey participants with miss-
ing data points were removed, 1333 remained, of whom
825 (61.9%) were male and 508 (38.1%) were female.
The mean (SD) age of the overall care partner group was
51.1 (11.2) years (range, 18-84 years).

The characteristics of the 1333 care partners with
complete data are shown in Table 1. Table 2 shows the
descriptive statistics for the people with MS. As expect-
ed, most were female (70.6%), they ranged in age from
18 to 81 years, and time since diagnosis ranged from 1
to 50 years. Slightly more than half of the patients had
relapsing-remitting MS. Due to the anonymity of the
survey, the breakdown of how many registry participants
perceived themselves to have a care partner and chose
to invite him or her to take the study and the actual
response rate among care partners is not known. How-
ever, compared with the overall registry participants
receiving the study invitation, the people cared for by
the study participants were similar in terms of age and
disease duration (see previously herein and Table 2).

Care Partner Burden
The mean (SD) Zarit total score was 24.6 (15.1),
placing the overall group in the mild caregiver burden

Care Partners and MS

Table 1. Characteristics of the 1333 multiple
sclerosis care partners

Characteristic Value
Sex, No. (%)
Male 825 (61.9)
Female 508 (38.1)
Age, y (mean [SD]) 51.1 (11.2)
Education, y (mean ([SD]) 15.7 (3.3)
Duration of caregiving, y (mean [SD]) 11.9 (9.4)

Table 2. Characteristics of the 1333 people
with MS cared for by the study participants

Characteristic Value
Sex, No. (%)
Male 388 (29.1)
Female 941 (70.6)
Unknown 4(0.3)
Age, y (mean [SD]) 50.3(9.33)
Years since MS diagnosis, mean (SD) 12.9 (8.67)
Clinical course, No. (%)
RRMS 673 (50.4)
SPMS 361 (27.1)
PPMS 201 (15.1)
Unsure 98 (7.4)

Abbreviations: MS, multiple sclerosis; PPMS, primary progressive
MS; RRMS, relapsing-remitting MS; SPMS, secondary progressive
MS.

range. When classified according to degree of burden,
647 care partners (48.5%) reported little or no bur-
den; however, 475 (35.6%) reported mild burden, 183
(13.7%) reported moderate burden, and 28 (2.1%)
reported severe burden.

We compared level of burden according to the sex of
the care partner. Mean (SD) Zarit scores are presented
in Table 3. As hypothesized, women reported greater
burden than men (£ 155, = 38.9, P < .0001). When
evaluated according to category of burden, a lower pro-
portion of women reported little to no burden (39.2%)
compared with men (54.3%), and women were nearly
four times as likely to report severe burden (3.9% vs.
0.97%, P < .0001). Fifty-eight percent of care partners
of people with RRMS reported little or no burden versus
only 39.9% of care partners of people with SPMS and
30.3% of care partners of people with PPMS. Compared
with care partners of people with RRMS (0.45%), care
partners of people with SPMS were eight-fold more
likely to report severe burden (3.88%), and care partners
of people with PPMS were nearly ten-fold more likely to
report severe burden (4.48%, P < .0001).

With respect to current health, the median (IQR)
health level was 3 (2—4), and this did not differ by sex
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Table 3. Mean (SD) Zarit Caregiver Burden Interview total scores stratified by care partner sex

and course of MS

Care partner sex RRMS SPMS PPMS Unsure All MS types
Male 20.2(12.4) 25.4(13.7) 31.1 (16.6) 19.8 (13.3) 22,6 (13.8)
Female 21.3(13.7) 31.8(17.5) 33.6 (16.9) 28.6 (16.2) 27.8(16.6)
Both males and females 20.5(12.7) 28.2(15.8) 32.5(16.7) 22,9 (14.9) 24.6 (15.1)

Abbreviations: MS, multiple sclerosis; PPMS, primary progressive MS; RRMS, relapsing-remitting MS; SPMS, secondary progressive MS.

(P = .65). The median (IQR) stress level among care
partners was 5 (3-7), with higher stress levels reported
by women (5 [3-7]) than by men (4 [3-6], P < .0001).
Overall health and stress levels correlated moderately (r =
0.35, 95% confidence interval = 0.30-0.40), with similar
strengths of association when stratified by sex (data not
shown).

Overall, 73.6% of respondents (918 of 1248) had
informed their primary-care physicians of their role as
a care partner. Men (71.8%) were slightly less likely to
inform their physicians than were women (76.4%, P
= .08). With respect to use of medications for specific
health concerns, this was common among care partners,
with the most frequent concerns being hypertension,
hypercholesterolemia, and mood disorders (Table 4).
Male care partners were more likely to endorse physical
health concerns, such as hypertension, and women were
more likely to endorse psychological symptoms, such
as mood disorder and stress. Women were also more
likely to endorse medication use for headaches and sleep
disturbance.

Burden, as measured by total Zarit score, did not dif-
fer between care partners who did and did not report

hypertension (P = .85), hypercholesterolemia (P = .36),
or diabetes (P = .41); however, Zarit scores were higher
in those reporting mood disturbance (P < .0001), stress
or anxiety (P < .0001), sleep disturbance (P < .0001),
and headache (P = .0059) than in those who did not

report these concerns.

Care Partner Burden by MS Course and
Symptoms

Based on mean Zarit scores, the level of burden
was highest with SPMS, followed by PPMS and then
RRMS. We compared the level of burden according to
the course of MS using analysis of variance and found
a significant association (P < .0001) (Table 5) in which
MS course accounted for 9.4% of the variance in total
burden. Post hoc analyses using the Tukey honestly
significant difference test showed that the unsure group
and the RRMS group did not differ in level of total
burden. After accounting for care partner sex, educa-
tional level, and age, the association between burden and
course of MS persisted; burden was greater for PPMS
and SPMS than for RRMS (both P < .0001) and for
PPMS than for SPMS (P = .0023). Age and educational

level were not associated with care partner burden.

Table 4. Physical and psychological health concerns reported by care pariners of people with

multiple sclerosis stratified by sex

Males and females, Male, No. (%)

Female, No. (%) US population,

Health concern No. (%) (N = 1333) (n =825) (n =508) Cramer V P value %
Hypertension 380 (28.5) 259 (31.4) 121 (23.8) 0.083 .01 32.52
Hypercholesterolemia 351 (26.3) 249 (30.2) 102 (20.1) 0.11 .0002 13.4°
Mood disorder 239 (17.9) 114 (13.8) 125 (24.6) 0.14 <.0001 22.9¢
Stress/anxiety 186 (14.0) 93 (11.3) 93 (18.3) 0.10 .001 30.8¢
Headache 178 (13.4) 81(9.8) 97 (19.1) 0.13 <.0001 15.2¢
Sleep disturbance 172 (12.9) 88 (10.7) 84 (16.5) 0.084 .0086 16.17
24.29
Diabetes 85 (6.4) 62 (7.5) 23 (4.5) 0.06 .085 8.5

aMorbidity of hypertension in a population older than 20 years, 2011 to 2012.'®
®Morbidity of hypercholesterolemia in a population older than 18 years, 2009 to 2012."8
“Lifetime prevalence of any mood disorder in a population aged 45 to 59 years."’
dLifetime prevalence of any anxiety disorder in a population aged 45 to 59 years."?
¢Prevalence of headaches in a population aged 45 to 64 years, 1999 to 2002.2°
fPrevalence of sleep disturbance in a US population of men aged 50 to 54 years.”!
9Prevalence of sleep disturbance in a US population of women aged 50 to 54 years.?'
"Morbidity of diabetes in a US population older than 18 years, 2007 to 2010.'®
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Table 5. Most stressful MS symptoms as rated by care pariners, stratified by clinical course

(N = 1333)
Care partners, No. (%)

Overall RRMS SPMS PPMS Unsure
MS symptom (N =1333) (n=673) (n=361) (n=201) (n=98) P value?
Fatigue 654 (49.1) 424 (63.0) 132 (36.6) 52 (25.9) 46 (46.9) <.0001
Mobility 518 (38.9) 180 (26.7) 185(51.2) 115 (57.2) 38 (38.8) <.0001
Bladder difficulties 319 (23.9) 111 (16.5) 108 (29.9) 73 (36.3) 27 (27.6) <.0001
Depression 314 (23.6) 198 (29.4) 68 (18.8) 30 (14.9) 18 (18.4) <.0001
Cognitive dysfunction 304 (22.8) 161 (23.9) 87 (24.1) 34 (16.9) 22 (22.4) .092
Personality changes 258 (19.4) 136 (20.2) 55(15.2) 40 (19.9) 27 (27.6) 13
Spasticity 110 (8.3) 44 (6.5) 33(9.1) 24 (11.9) 9(9.2) .036
Inability to use hands 100 (7.5) 33 (4.9) 39(10.8) 25(12.4) 3(3.1) .0001
Visual disability 89 (6.7) 59 (8.8) 15(4.2) 9 (4.5) 6(6.1) .007

Abbreviations: MS, multiple sclerosis; PPMS, primary progressive MS; RRMS, relapsing-remitting MS; SPMS, secondary progressive MS.

2Comparing RRMS, SPMS, and PPMS.

Overall, the MS symptoms most often perceived as
stressful were fatigue and impaired mobility, followed by
bladder difficulties, depression, cognitive dysfunction,
and personality changes (Table 5). Male care partners
reported that fatigue and spasticity were more stressful
than did female care partners (P < .0001 and P = .002,
respectively); the stress associated with other symptoms
did not differ by sex. The MS symptoms deemed to
be most stressful differed across MS types. Impaired
mobility was the most stressful factor for care partners
of people with SPMS and PPMS. Fatigue and bladder
difficulties were the next most stressful factors, although
in reverse order for PPMS versus SPMS. However, care
partners of people with RRMS reported fatigue to be
the most stressful, followed by depression and impaired
mobility. Spasticity, impaired hand function, and visual
impairment were less frequently rated as being stressful

than other symptoms, but all were considered more of a
concern for PPMS than for RRMS or SPMS.

Care Partner Socioeconomic Burden

Findings also revealed that 43.4% of MS care part-
ners (559 of 1288) had missed work during the past year
owing to caregiving responsibilities. Among those who
missed work, care partners missed a mean (SD) of 18.4
(62.6) days. Eight percent of care partners (107 of 1333)
reported changing their employment due to their role
as a care partner. The proportion of care partners who
had missed work did not differ by sex (P = .56) or course
of MS (P = .14). However, among care partners who
missed work, the number of days missed differed sig-
nificantly by course of MS (P < .0001). Care partners of
people with RRMS missed a mean (SD) of 11.8 (45.3)
days, care partners of those with SPMS missed nearly

twice as many days (20.9 [67.3]), and care partners of
those with PPMS missed more than three times as many
days (40.1 [98.8]). The number of days missed did not
differ by sex.

Care partners of people with PPMS were twice as
likely to change their jobs altogether due to their role as
a care partner (10.9%) compared with care partners of

people with RRMS (5.9%, P = .023).

Discussion

Caregiving is not generally viewed as a problem in the
context of the larger society and is not viewed as a prior-
ity among public health policy lawmakers.”> However,
care partners are estimated to provide 80% of the care
to patients with MS,” and this trend is expected to grow
during the next 20 years."**?* We aimed to understand
the biopsychosocial ramifications of being an MS care
partner in a sample of 1333 MS care partners. We found
that physical and psychological health concerns were
common. Furthermore, the effect on employment was
also substantial, consistent with earlier studies.®*’

We observed differences in the health-related con-
cerns reported by male and female care partners. Men
did not perceive any problems with physical health but
reported more medication use for hypertension, hyper-
cholesterolemia, and diabetes than female care partners.
This is a finding consistent with other research that
found that male care partners had more chronic physical
conditions than female care partners but reported better
overall physical health.'* Female care partners reported
greater burden and stress, as well as more medication use
for stress/anxiety and mood disorders. Although we had
hypothesized that men would report more headaches
and sleep disturbance, as representing physical health

International Journal of MS Care

257



McKenzie et al.

concerns, this was not the case. An alternative hypoth-
esis is that these are somatic concerns that mark psycho-
logical burden.?® Despite the fact that male care partners
were not found to express significant emotional distress
in this study, other studies have shown clinically sig-
nificant psychopathology in male MS care partners.**°
However, because the present study did not use a stan-
dardized measure of mood symptoms, it is plausible that
the male MS care partners in the present study had clini-
cally significant mood symptoms that contributed to the
reported burden that we did not capture. One potential
explanation for the observed gap in perceived versus
actual health is male reporting style. That highlights the
importance of looking at how males differ in their con-
cept of awareness of problems, as well as their differences
in communication and willingness to report them.”!
These differences underscore the need for clinical atten-
tion and intervention focused on male care partners,
who may not report their stress and fail to recognize the
potential physiological risks associated with stress.

These findings are important given the observed asso-
ciation between care partner stress and the development
and progression of major medical illnesses.’*?> In one
such study, chronically stressed men and women caring
for spouses with dementia showed a four-fold increase
in interleukin-6 production compared with noncare
partners. Those with the greatest interleukin-6 levels had
a two-fold increased risk of death in the next 4 to 5 years
compared with those with the lowest levels.** Changes
in immune function are also associated with psychiatric
disorders, such as depression and anxiety.”” Negative
emotions and stressful experiences collectively can lead
to physiologic inflammation, which has also been associ-
ated with a variety of deleterious health effects, including
cardiovascular disease, diabetes, and cancer.**** Chroni-
cally stressed or depressed individuals are also more
likely to have poorer health habits, such as poor sleep
patterns, poor nutrition, lack of exercise, and substance
use, which also place them at greater risk for disease.””
This work along with ours emphasizes the need to
develop and use effective stress and mood management
techniques for care partners.

More than 40% of care partners missed work dur-
ing the past year due to caregiving responsibilities, and
nearly 10% changed their employment because of their
care partner role. Although it is unknown what specifi-
cally led to job changes in the present sample, caregiver
research is consistent with role conflict and time alloca-
tion theories in that increased absenteeism and work dis-

satisfaction is largely associated with increasing caregiver
demands and inflexible work schedules (ie, lack of flex-
time, an inability to set one’s own work hours)*; how-
ever, we do not know the effects of job changes for those
care partners at or near retirement age (another well-
known predictor of employment change). In addition,
the amount of time spent caregiving has been viewed as
a hidden economic cost because care partners lose out
on days of paid work and on advanced occupational

goals and opportunities.*"**

Recent studies suggest that
sex differences in the economic impact of caregiving are
also evident in that female care providers who remained
working typically decreased their workload by 3 to 10
hours per week and faced a 3% wage cut, whereas there
was very little impact of caregiving on men’s working
hours or wages.” To a further extent, the American
Association of Retired Persons and the National Alliance
for Caregiving estimated that approximately 44 million
American adults provide care to ill or disabled adults in
their home and community without compensation and
that the market value of this care is approximately $306
billion annually.® Despite the pressures that many care
partners experience to lessen work hours or even quit
working entirely, approximately two-thirds of unpaid
care partners continue to work full- or part-time jobs.®

We also found that care partners of people with
PPMS reported greater burden, followed by care part-
ners of those with SPMS and RRMS. Care partners of
people with all types of MS endorsed restricted mobil-
ity and fatigue as stressful, whereas bladder difficulties
were a bigger stress for PPMS and SPMS. Symptoms
of depression stood out as the differential symptom
endorsed significantly by the RRMS care partners. These
findings concur with other studies that level of burden in
MS care partners may be most related to the severity of
the disease, including physically debilitating symptoms
such as restricted mobility and incontinence.** This is
also consistent with findings in dementia, in which care
partner burden is related to the severity of disease and
the rapidity of progression.“® These findings also provide
insights into individuals with the highest perceived care
partner burden, potentially facilitating identification by
physicians and consequently access to respite and other
supports.

This study had several limitations. Although care
partners of men were slightly more likely to respond,”
mean (SD) overall response rates were somewhat low
(11% vs. 34.6% [15.7%]) compared with Internet-
based response rates reported in the literature.”® This
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may have been affected by unsuccessful initial attempts
to contact the care partner via the registry person with
MS or by decisions to not participate based on the level
of burden experienced by the care partner at the time
because less than half of the sample was composed of
those with more advanced MS. Because we used volun-
teers, findings may represent those of care partners who
were especially motivated, uniquely stressed, or both.
Generalizability may also be hindered by the use of an
online questionnaire because participants with access to
a computer may differ from those without such access.
Because this study was not able to randomly assign
people to be care partners versus noncare partners, it
is also impossible to be certain about what differences
contributed to reported changes in health. Furthermore,
because this study was cross-sectional, with limited
knowledge of preexisting health conditions, conclusions
about the causality of increased burden or physical ill-
ness are not possible; yet, increased cardiovascular risks
(ie, higher cholesterol levels) in this sample are suggested
compared with prevalence rates in the general popula-
tion. Furthermore, mood disturbance was not assessed
using a standardized measure, thus precluding our abil-
ity to rule out clinically significant mood symptoms
that may have also contributed to reported burden. We
also did not assess the positive aspects of the caregiving

® Male MS care partners report more chronic
health conditions than female care partners but
tend to report overall better health; female MS
care partners tend to report greater burden and
emotional stress.

® Many physicians and health-care providers are
unaware of their patients’ care partner status.
Given the detrimental health effects of being a
care partner, health-care professionals should
regularly screen patients for care partner status
and associated health risks.

e Care partners of people with secondary progres-
sive MS missed nearly twice as many workdays
as care partners of people with relapsing-
remitting MS, and care partners of people with
primary progressive MS missed more than three
times as many days and were twice as likely to
change their jobs altogether due to their role as
a care partner compared with relapsing-remitting
MS care partners.

Care Partners and MS

role, the number of hours spent caregiving, or the care
partner’s use of health-care treatments or resources that
may have further affected mood, health, or employment.
Indeed, recent studies reveal that a positive response
to caregiving may provide indirect health benefits and
maintain overall health in dementia caregivers. Despite
these limitations, this study adds to the existing litera-
ture by providing additional power and generalizability,
given the large study sample.

Future research on care partners of people with MS
is imperative. From a health-care reform perspective,
policy makers need to take into account that informal
caregiving is costly and is accompanied by many physical
and emotional burdens, although the “choice” to care
for a loved one is typically preferred by the care partner
compared with paying for medical services or having
the patient leave home and is valued by both the care
partner and the patient.” Future work should evaluate
positive aspects of the caregiving role in MS, as well as
how care partners can be supported to minimize adverse
effects on physical and psychological health. In addition,
there is a great need to further address the economic
effects of informal care partners to gain a better under-
standing about what factors affect workplace absentee-
ism, the decisions to change jobs or reduce workload,
and the financial impact of changes in employment sec-
ondary to the sex of the caregiver. O]
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