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Abstract
Background Medication management is undertaken by caregivers of people who have intellectual or developmental dis-
abilities. Objective The objectives were to measure the medication management hassles reported by caregivers of adults who 
have intellectual or developmental disabilities and to describe associations between characteristics of caregivers, medica-
tion regimens, and the person with intellectual or developmental disability and the scale score. Setting Web-based survey 
conducted in the United States. Method A newsletter announcement with a link to the survey was sent to members of a dis-
ability advocacy organization. Caregivers were age 18 years and older who manage medications for adults with intellectual 
or developmental disabilities. The survey questions were used to obtain characteristics of the caregiver, the medication 
regimen they managed, and the care-recipient. The study was approved by the Institutional Review Board of Michigan Medi-
cine (HUM00091002). Main outcome measure The Family Caregiver Medication Administration Hassles Scale (caregiver 
scale). Results Forty-two caregivers responded, with 41 being female with a mean age of 56.7 years. The mean caregiver 
scale score was 28.9 (possible range 0–120). Highest scores (greatest hassles) were significantly associated with a greater 
level of support required by the care-recipient, stronger caregiver beliefs of the necessity of medication and concern about 
using medications, lack of previous caregiver health-care training, and being an employed caregiver rather than family 
member. Conclusion Medication management can contribute to caregiver stress. Pharmacists should ensure that caregivers 
are counseled about medication that they manage, be accessible for questions, and examine medication regimens to reduce 
polypharmacy and complexity of regimens.

Keywords Caregiver · Challenges · Health literacy · Intellectual developmental disability · Medication beliefs · Medication 
complexity · Medication use process

Impacts on practice

• Pharmacists should make an effort to know the caregivers 
who manage the medications for patients with intellec-
tual or developmental disabilities. The caregivers often 
consider managing medications as a stressful and con-
cerning activity.

• Pharmacists should serve as information resources for 
caregivers, counseling them on new prescriptions and 
ensuring that caregivers understand the medication regi-
mens they are responsible for managing.

• Pharmacists may be able to reduce the burden of medi-
cation management for caregivers by ensuring the medi-
cation regimens are manageable and to be available for 
questions from caregivers about medications.

Introduction

The medication use process can be complex. Patients with 
intellectual or developmental disabilities (IDD) are at risk 
for not being able to competently engage in some or all of 
the tasks associated with the medication use process, often 
relying on other people for assistance. Developmental dis-
abilities are severe chronic disabilities that can be cognitive 
or physical or both. The disabilities appear before the age 
of 22 and are likely to be lifelong [1]. Some developmental 
disabilities are largely physical issues, such as cerebral palsy 
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or epilepsy. Some individuals may have a condition that 
includes a physical and intellectual disability, for example 
Down syndrome or fetal alcohol syndrome. Intellectual dis-
ability is a disability characterized by significant limitations 
in both intellectual functioning and in adaptive behavior, 
which covers many everyday social and practical skills [2]. 
In 2012 it was estimated that 1.5–2.5% of the US population 
is living with some form of IDD [3]. Patients with IDD often 
rely on caregivers to navigate the medication use process on 
their behalf. With a predicted increase in the prevalence of 
IDD as well as the fact that more people with IDD are liv-
ing longer and acquire age-related chronic conditions, the 
demand for formal and informal caregivers will increase 
[3]. Medication regimens of people with IDD are almost 
twice as complex as the regimens of patients without IDD, 
and often include 5 or more medications [4]. This poses a 
risk for caregiver stress and concern. Several studies have 
reported the challenges to medication management experi-
enced by caregivers of older adults, but no research has been 
conducted on the challenges faced by caregivers of patients 
with IDD [5–9].

Aim of the study

The aims of the study were to identify the medication man-
agement hassles perceived by caregivers of adults who have 
intellectual or developmental disabilities and to describe 
associations between characteristics of caregivers, medica-
tion regimens, and the person with intellectual or develop-
mental disability and the scale score.

Ethics approval

All procedures performed in this study involving human 
participants were in accordance with the ethical standards 
of the institutional research committee and with the 1964 
Helsinki declaration and its later amendments or compa-
rable ethical standards. The study was approved by the 
Institutional Review Board (IRB) of Michigan Medicine 
(HUM00091002).

Methods

Study design

This was a cross-sectional study using an internet-based sur-
vey of caregivers of adults who have IDD.

Subjects

Caregivers were defined as family, friends, or employed 
support staff residing in the United States. For this study, 
subjects had to be age 18 years or over and had to provide 
care and medication management assistance to an adult 
person who has a condition associated with IDD were 
included. Caregivers were recruited from the membership 
of the Arc, an advocacy organization whose membership 
includes individuals with disabilities, family and friends, 
care-workers, and advocates. The method of recruitment 
was through the Arc’s newsletter, sent to approximately 
700 in mid-January 2015. The newsletter contained a sum-
mary of the study and a link to the survey website. Data 
collection was designed to be anonymous.

Survey components/measures

Caregiver and care‑recipient characteristics

Demographic information of the caregiver as well as the 
care-recipient that were collected included age, gender, 
race, and general education. Education was categorized 
as high school graduate or equivalent training or some 
college, college graduate, graduate of a post-high school 
training program. Data on how many hours per day, on 
average, the care-recipient required personal assistance. 
This value was used as a proxy measure of severity of 
impairment of the care-recipient. Hours per day needing 
assistance has been found to correlate with level of impair-
ment in people with dementia [10, 11].

Other characteristics that were collected included the 
relationship to the care-recipient, the length of time work-
ing with the care-recipient, and prior work experience as 
a caregiver. The caregiver was asked the frequency (do 
not perform, some of the time, most of the time, all of 
the time) of performing health-related tasks that were 
medication-centered (obtaining medications from the 
pharmacy, reminding the care-recipient to take medica-
tions, administering doses of medications, reviewing and 
documenting health-related tasks of the care-recipient) 
and physician-centered (scheduling appointments, trans-
porting to appointments, and seeing physicians with the 
care-recipient). To determine caregiver’s personal experi-
ence with medication, they were asked if they had taken or 
currently take prescription medication on a regular basis. 
To determine whether the caregiver had training in either 
health care or in medication management (medication pass 
training) they were asked if they had a degree or training 
in health care and whether they had participated in a medi-
cation administration training program.
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Health literacy

A three-item health literacy screening scale was used to 
assess health literacy of the caregivers [12]. The scale, 
when created, was found to be effective in detecting inad-
equate health literacy as defined by the STOHFLA (Short 
Test of Functional Health Literacy in Adults), a commonly 
used health literacy assessment tool. Questions include 
“How often do you have problems learning about your 
medical condition because of difficulty understanding 
written information?”, “How confident are you filling out 
medial forms by yourself?”, and “How often do you have 
someone help you read instructions, pamphlets, or other 
written materials from your doctor or pharmacy?” [13, 
14] A 5-point Likert scale is used for each question. The 
potential scale score ranges from 1 to 5, with higher scores 
indicating higher health literacy.

Beliefs about medicines questionnaire

The caregivers completed the beliefs about medicines 
questionnaire (BMQ) to determine beliefs and attitudes 
toward prescription medication utilization [15]. The BMQ 
consisted of 10 items that generated two scales scores: 
Specific-Necessity (SN) and Specific-Concerns (SC). 
For the present study, Necessity and Concerns belief 
will be used to designate each scale. Each BMQ item 
uses a five point Likert scale (from 1 = strongly disagree 
to 5 = strongly agree). Each scale score is derived from 
the mean of the scale items, with a possible score range 
from 1 to 5. Higher BMQ-scale scores indicated stronger 
agreement with the belief scale. Wording was modified to 
reflect the thoughts of the caregiver toward the medica-
tion therapy taken by the care-recipient. For example, The 
original BMQ question “My health, at present, depends on 
medicines” was changed to “The care-recipient’s health, 
at present, depends on medicines.”

Medication complexity

An additional set of questions were asked to determine the 
complexity of the medication regimens. People who have IDD 
are at risk for having complex medication regimens [4]. One 
measure of medication regimen complexity is the Medications 
Regimen Complexity Index (MRCI) [16]. The subscales of 
the MRCI include the frequency of doses taken per day, the 
route of administration, and special instructions for using the 
medication. For the present study, we included the concepts 
from the MRCI of frequency of doses taken per day and route 
of administration. We did not include a special instructions 

question. Also included was a question asking for the total 
number of medications the person with IDD takes per day.

Family Caregiver Medication Administration Hassles Scale

The Family Caregiver Medication Administration Hassles 
Scale (FCMAHS) was used to measure the caregiver’s per-
ceived hassles or concerns with medication management [17, 
18]. The FCMAHS was developed to measure the hassles per-
ceived by caregivers who administer medications to older peo-
ple. The issues and concerns associated with administration of 
medications were reported to be a construct of daily hassles 
found in the caregiver literature [17, 18] Hassles are consid-
ered to be minor irritants of daily living that may represent a 
threat to a caregiver’s health and well-being [9]. The instru-
ment includes 24 items that have 6 response options (0 = not 
a hassle to 5 = one of the worst of all hassles). Four subscales 
include information seeking/information sharing (scale range 
0–45); scheduling logistics (0–35); safety issues (0–25); and 
polypharmacy (0–15). A summary score is then calculated, 
ranging from 0 to 120 (or the sum of all items). Higher val-
ues on the subscales and the summary scale indicated greater 
hassles.

The survey was built and administered using Qualtrics sur-
vey software. Respondents were able to move freely through-
out the survey as they completed it. Should a respondent not 
complete all the questions for a particular scale, then that scale 
was not calculated. Only one respondent did not complete all 
questions for several scales.

Analysis

Data are presented as means with standard deviation for con-
tinuous variables and frequencies with percentage for cat-
egorical variables. Internal consistency for each scale used 
in the study was assessed using Cronbach’s alpha. A Cron-
bach’s alpha of 0.7 or higher is desired. Bivariate associations 
between caregiver, care-recipient, and medication regimen 
characteristics with the score of the FCMAHS were explored 
by generating FCMAHS scores into quartiles, then conducting 
either one-way ANOVA or Chi square tests for each of the car-
egiver, care-recipient, and medication regimen characteristics. 
Creating FCMAHS quartiles provided a sense of the breadth 
of the variation between levels of hassle and the individual 
characteristics of the caregiver, care-recipient, and medication 
regimen. SPSS version 24 was the software used for analysis.
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Results

Description of sample

Forty-three individuals started the on-line survey. One did 
not complete the survey. Another respondent completed 
almost all of the survey, with missing data in “Caregiver 
Involvement in Overall Medication Use Process” set of ques-
tions. The remaining forty-one respondents completed all 
questions. Refer to Table 1 for a description of the respond-
ents. The mean age was 56.7 years and all but one were 
female. Over 80% of respondents had formal education of 
some college or college graduate. Fifty-seven percent indi-
cated that they were employed outside the home. Sixty-nine 
percent of respondents were the parent of the care-recipient, 
7.2% were family members, while 23.8% were employed 
direct support staff. The caregivers had, in general, a long-
term caregiving relationship with the care-recipient. Less 
than half of respondents had prior experience as a caregiver, 
and almost half said they provide care for multiple care-
recipients. Thirty-six percent indicated they had received 
training in health care. Just over 76% of the caregivers 
indicated that they currently take medication, and 38% had 
received training focused on medication administration. 
Care-recipients had an average age of 33 years and 58.5% 
were male. The care-recipient required supervision an aver-
age of 16 h per day.

Health literacy and beliefs about medicines

Caregivers had a high level of health literacy, with a mean 
scale score of almost 4. The Cronbach’s alpha for this scale 
was 0.34, which is below the desired threshold of 0.7. As for 
beliefs about medications as measured by the belief about 
medication questionnaire, the mean score for the Neces-
sity scale was 4.0, where 5 is the highest agreement that 
medications are necessary. This indicates a strong belief in 
the necessity of medication taken by the care-recipient. The 
Cronbach’s alpha for this scale was 0.76, which is above the 
desired threshold of 0.7. As for the Concern scale, the mean 
score was 2.7 out of 5, indicating a moderate level of the 
concern about medication taking (safety, long term effects). 
The Cronbach’s alpha for this scale was 0.77.

Medication complexity

The measures of medication regimen complexity included 
the total number of medications in the regimen, the num-
ber of times per day medication was taken, and a sum of 
the different routes of administration for medications in the 
regimen. The mean number of medications taken per day 

by the care-recipient was 8.3, the mean number of times 
per day medication was taken was 2.6, and the mean of the 
sum of different routes of administration was 2.6. The most 
common route of administration was oral (93%), followed 
by creams and ointments (48.8%), eye/ear drops (18.6%), 
injections (16%), suppositories (14%), patches (7%), gastric-
tubes (7%), and intravenous infusions (4.7%).

Medication‑management activities

Over 80% of caregivers indicated that either most of the 
time or all of the time they scheduled appointments with 
doctors (88.3%), transported the care-recipient to the doctor 
(86.0%), were present during the visit to the doctor (86.1%), 
and obtained the medication from the pharmacy (83.8%). 
Refer to Table 2. Between 70 and 80% of caregivers indi-
cated that they would remind the care-recipient when to take 
medication or would administer it (74.4%), document medi-
cation-related information to share with the doctor (75.7%), 
and oversee or plan the medication administration schedule 
(79.1%). Just over 60% indicated that they make decisions 
on whether to give a medicine or increase or decrease a dose, 
or discontinue a medicine (60.4%). Actually administering 
the medication to the care-recipient was performed by 55.8% 
of respondents. Only 18.6% perform testing (point-of-care 
testing or take blood pressure). This is most likely reflective 
of low prevalence of diabetes or hypertension in the study 
sample.

Family Caregiver Medication Administration Hassles 
Scale (FCMAHS) results

The mean overall medication hassles scale score was 28.8, 
with a possible score range from 0 to 120. Refer to Table 3. 
The mean subscale scores included information seeking 
mean of 11.5 (possible range 0–45), scheduling/logistics 
mean of 7.6 (possible range 0–35), safety mean of 5.5 (possi-
ble range 0–25), and polypharmacy with a mean of 4.3 (pos-
sible range of 0–15). The Cronbach’s alpha was 0.90 for the 
overall scale, 0.91 for the information seeking/sharing sub-
scale, 0.79 for the scheduling/logistics subscale, 0.83 for the 
safety issues subscale, and 0.76 for the polypharmacy sub-
scale. Analysis of the individual questions from within the 
four subscales provide a more refined assessment of the con-
cerns or hassles. Within the information seeking/information 
sharing subscale, respondents indicated the greatest hassle 
was knowing why a medication was being given and if it was 
having a desired effect (25.6%), having someone available to 
answer questions (35.7%), getting information within a rea-
sonable time frame (26.2%), and feeling comfortable about 
making medication decisions (30.2%). Within the schedul-
ing logistics subscale, respondents found the most hassles 
when scheduling multiple medications throughout the day 
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Table 1  Description of study 
sample (N = 42)

Variables Mean (SD) or 
frequency (%)

Caregivers
Age in years 56.7 (9.5)
Gender
 Male 1 (2.4)
 Female 41 (97.6)

Formal education
 High school graduate or equivalent training 7 (16.7)
 Some college, college graduate, graduate of a post-high school training program 35 (83.3)

Employment outside home
 Yes 24 (57.1)
 No 18 (42.9)

Relationship to care-recipient
 Family member/parent 29 (69.0)
 Family member/brother, sister, aunt, uncle 2 (4.8)
 Family member/child 1 (2.4)
 Employed by an agency 8 (19.0)
 Employed directly by care-recipient’s family or designated guardian 2 (4.8)

Duration of care in years 22.9 (12.1)
Prior experience as a caregiver
 Yes 18 (43.9)
 No 23 (56.1)

Care for multiple care-recipients
 Yes 17 (41.5)
 No 24 (58.5)

Degree/training in health care area
 Yes 15 (36.6)
 No 26 (63.4)

Regular medication use
 Yes 32 (76.2)
 No 10 (23.8)

Participation in medication administration training
 Yes 16 (38.1)
 No 26 (61.9)

Health literacy 4.5 (0.2)
 Range 2.7–5.0

BMQ Necessity scale 4.0 (1.0)
 Range 1–5

BMQ Concerns scale 2.7 (0.9)
 Range 1–4.4

Care-recipients
Age in years 33.5 (15.7)
Gender
 Male 24 (58.5)
 Female 17 (41.5)

Average hours of care needed on a daily basis 16.9 (9.1)
Number of medications in regimen 8.3 (6.3)
 Range 1–24

Number of times per day care-recipient takes medication 2.6 (1.6)
 Range 1–7

Sum of the different routes of administration for medications in the daily regimen 2.6 (1.6)
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(23.3%) and sharing the responsibility for keeping medica-
tion schedules (23.3%). Within the safety issues subscale, 
the most hassles experienced were related to recognizing 
adverse or bad side effects (30.3%). The distribution within 
the polypharmacy subscale was broader, with highest level 
of hassles in managing medication prescriptions written by 
multiple physicians (34.9%).

Association between caregiver, care‑recipient, 
medication regimen characteristics and the overall 
FCMAHS scale score

Grouping the overall FCMAHS scores into quartiles resulted 
in the lowest quartile FCMAHS scores ranging from 0 to 
10.0 with a mean of 3.2 ± 3.7 (n = 9); the second quartile 

Table 1  (continued) Variables Mean (SD) or 
frequency (%)

 Range 1–7
Specific routes of administration
 Oral 40 (93)
 Topical (creams, ointments) 21 (48.8)
 Eye/ear drops 8 (18.6)
 Injections 7 (16.0)
 Suppositories 6 (14.0)
 Topical patches 3 (7.0)
 Gastric-tube liquids 3 (7.0)
 Intravenous infusions 2 (4.7)

Table 2  Caregiver involvement in the overall medication use process (n = 41)

Question Do not perform (%) Some of 
the time 
(%)

Most of 
the time 
(%)

All of the time (%)

Obtain prescription or non-prescription medicines (from the pharmacy, 
store, etc.)

2 (4.7) 5 (11.6) 2 (4.7) 34 (79.1)

Remind the care-recipient to take medications 5 (11.6) 6 (14.0) 7 (16.3) 25 (58.1)
Hand the care-recipient medications when it’s time to take them 8 (18.6) 4 (9.3) 6 (14.0) 25 (58.1)
Schedule doctor appointments for the care-recipient 3 (7.0) 2 (4.7) 1 (2.3) 37 (86.0)
Transport the care-recipient to doctor appointments 3 (7.0) 3 (7.0) 1 (2.3) 36 (83.7)
See the doctor with the care-recipient, including providing health informa-

tion
3 (7.0) 3 (7.0) 2 (4.7) 35 (81.4)

Perform testing such as poking the care-recipient’s finger for blood sugar or 
taking a blood pressure

29 (67.4) 6 (14.0) 1 (2.3) 7 (16.3)

Write down any health-related information to share with the physician or 
nurse

5 (12.2) 5 (12.2) 9 (22.0) 22 (53.7)

Oversee or plan the medication administration schedule 3 (7.0) 6 (14.0) 4 (9.3) 30 (69.8)
Make decisions to give, hold, increase, or decrease a dose or discontinue a 

medication
13 (30.2) 4 (9.3) 5 (11.6) 21 (48.8)

Actually administer the medication to the care-recipient, by mouth, injection, 
or other route of administration

16 (37.2) 3 (7.0) 7 (16.3) 17 (39.5)

Table 3  Summary of the 
Family Caregiver Medication 
Administration Hassles Scale 
(FCMAHS) scores (n = 42)

FCMAHS domain Minimum Maximum Possible range Mean SD

Info/seeking info subscale 0 31 0–45 11.5 9.7
Scheduling logistics subscale 0 27 0–35 7.6 6.5
Safety subscale 0 24 0–25 5.5 5.6
Polypharmacy subscale 0 12 0–15 4.3 3.9
Overall scale score 0 72 0–120 28.9 19.4
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ranging from 11 to 28.9 with a mean of 18.5 ± 5.1 (n = 11); 
the third quartile ranging from 29 to 40.9 with a mean of 
34.7 ± 3.5 (n = 11); and the highest quartile ranging from 
41 to 72 with a mean of 52.3 ± 10.5 (n = 12). Table 4 pro-
vides the data for the bivariate analyses between the overall 

FCMAHS score and the individual caregiver, care-recipient, 
and medication regimen variables. There were significant 
differences in FCMAHS scores based on BMQ Necessity 
score, BMQ Concern score, the number of hours of super-
vision that the care-recipient required per day, whether the 

Table 4  Association between family caregiver medication hassles scale overall score and individual caregiver, care-recipient, and medication 
regimen variables

One-way ANOVA for continuous variables, Chi squared for categorical variables

Variable Quartile 1 Quartile 2 Quartile 3 Quartile 4 P value
FCMAHS score less 
than 11 (mean ± SD or 
frequency and percent)

FCMAHS score 11–28.9 
(mean ± SD or frequency 
and percent)

FCMAHS score 29–40.9 
(mean ± SD or frequency 
and percent)

FCMAHS score 41 and 
greater (mean ± SD or 
frequency and percent)

Age of caregiver 60 (11.6) 56.2 (6.9) 59.1 (9.2) 52.4 (10.0) 0.27
Age of care-recipient 44.7 (12.8) 29.4 (6.4) 26.6 (7.3) 37.2 (24.3) 0.06
Gender of caregiver—

female
8 (100) 11 (100) 10 (90.0) 12 (100) 0.9

Gender of the care-recip-
ient—female

3 (37.5) 5 (45.5) 5 (45.5) 4 (36.4) 0.96

Number of medica-
tions taken by the care 
recipient

6.5 (6.3) 8.3 (5.7) 9.6 (7.4) 8.4 (6.3) 0.8

Number of times per day 
the care recipient takes 
medications

1.6 (1.1) 2.6 (1.4) 3.3 (2.1) 2.7 (1.2) 0.16

Number of different 
routes of administration 
of medication

2.1 (2.1) 2.6 (1.5) 2.7 (1.6) 2.8 (1.3) 0.8

Number of hours per 
day the care recipient 
requires supervision

7.1 (7.8) 18.8 (7.9) 15.5 (10.3) 22.6 (2.8) 0.002

Caregiver health literacy 4.3 (0.6) 4.7 (0.4) 4.6 (0.4) 4.3 (0.9) 0.21
Caregiver belief of neces-

sity of medication
2.8 (1.0) 4.3 (0.8) 4.4 (0.8) 4.1 (0.6) < 0.001

Caregiver belief about 
concern using medica-
tions

2.0 (1.0) 2.5 (0.6) 2.9 (0.8) 3.1 (0.8) 0.02

Caregiver provides sup-
port for other people—
yes

3 (37.5) 4 (36.4) 3 (30.0) 7 (58.3) 0.55

Caregiver education–
some college of more

5 (62.5) 10 (90.9) 10 (90.9) 10 (83.3) 0.33

Caregiver health care 
training—yes

6 (75.0) 5 (45.5) 1 (9.1) 3 (27.3) 0.02

Caregiver takes medica-
tion regularly—yes

7 (87.5) 9 (81.8) 6 (54.5) 10 (83.3) 0.27

Caregiver participate in 
medication administra-
tion program

2 (25.0) 3 (27.3) 5 (45.5) 6 (50.0) 0.6

Caregiver affiliation with 
care recipient—family

4 (50.0) 11 (100.0) 10 (90.9) 7 (58.3) 0.02

Caregiver employed out-
side the home—yes

5 (20.8) 6 (25.0) 7 (29.2) 6 (25.0) 0.91

Family caregiver medi-
cation hassles scale 
overall score

3.1 (3.7) 18.5 (5.1) 34.7 (3.5) 52.3 (10.5) < 0.001
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caregiver had formal training as a health care professional, 
and the type of caregiver. Greater caregiver belief of the 
necessity of medication and greater belief of concern about 
medication were associated with greater sense of medication 
management hassles (higher FCMAHS scores). Likewise, 
the greater the number of hours per day the care-recipient 
required supervision was associated with greater perceived 
hassles. Caregivers with prior training in a health care 
related field perceived lower levels of hassles. Family car-
egivers perceived lower levels of hassles compared to the 
higher levels of hassle perceived by direct support profes-
sionals. All other bivariate comparisons were statistically 
non-significant.

Discussion

Generally, caregivers who responded to the survey had a 
modest level of hassles associated with medication manage-
ment, as determined by the overall FCMAHS score. The 
FCMAHS scores from the present study are similar to scores 
found in the original study describing the development of 
the instrument. When the instrument was initially developed 
by Travis et al., construct validity was measured by assess-
ing the correlation of the total and subscale scores of the 
FCMAHS with the complexity of medication regimens and a 
modified Caregiver Strain Index, a measure of the burden of 
caregiving on the caregiver [18]. They found that medication 
complexity and caregiver strain were both significantly cor-
related with the FCMAHS total scale and all four subscale 
scores. This may be translated to the present study in that 
the FCMAHS scores were very similar, and therefore one 
may assume that the caregivers who had higher scores would 
have similar caregiver strain as that found in the original 
study by Travis.

Examination of individual items from the subscales of the 
FCMAHS provided a bit more clarity on the issues related 
to medication management hassles. Items within the infor-
mation seeking subscale with greater than 20% of respond-
ents score with the higher hassles scores included knowing 
why a medication was being given and if it was having a 
desired effect, having someone available to answer ques-
tions, getting information within a reasonable time frame, 
and feeling comfortable about making medication decisions. 
Having useful and appropriate information about medica-
tions is vital to ensure safe and effective use of medications. 
Having difficulty finding information, interpreting informa-
tion, and using information can lead to increased anxiety 
and caregiver strain [18]. This notion is supported by the 
findings of this study. The subscales of safety issues and 
polypharmacy had over 30% of respondents reporting high 
levels of hassles, with recognizing adverse effects as well 
as managing medications prescribed by multiple physicians 

being commonly endorsed. Lastly, scheduling logistics items 
of scheduling multiple medications throughout the day and 
sharing responsibility of scheduling medications to be of 
highest hassle score in just over 20% of respondents. Taken 
all-together, one may hypothesize that pharmacists may be 
of great assistance to caregivers. For example, pharmacists 
may review a patient’s medication profile, looking for ways 
to reduce the number of medications and the complexity 
of medication regimens, which should help reduce the has-
sles perceived by caregivers. Pharmacists should counsel 
caregivers about the medication regimens that they man-
age in an effort to maximize safe management of therapy. A 
recent study found that informal caregivers who have high 
knowledge hassles, or the daily stressors experienced while 
dealing with tasks which require knowledge about safety 
and effectiveness of care-recipients’ medications, are more 
likely to perceive that a Home Medicines Review would be 
helpful [19].

Caregivers in this study were very involved in every step 
of the medication management process. This is but one of 
many forms of assistance that caregivers provide to individu-
als with IDD. Our study found that the caregivers of care-
recipients who required more daily supervision had higher 
FCMAHS scores. In the long-term, hassles or stress associ-
ated with managing medications, coupled with the stress of 
other caregiving activities, may have a negative effect on 
both the caregiver as well as the care-recipient [20].

Individual factors associated with FCMAHS score

The complexity of the medication regimen in the present 
study, measured by three different variables represent-
ing different aspects of medication regimens (number of 
medications taken, number of times per day doses taken, 
and number of different routes of administration) was not 
significantly associated with medication hassles. Previ-
ous studies examined caregiver stress related to medica-
tion management for older patients, which often included 
descriptions of complexity of medication regimen being 
associated with stress [5–9]. The medication regimens of 
patients with IDD can be complex, and in fact as complex 
as the regimens of elderly patients [4]. In their review 
of the literature, Gillespie et al. found that the role of 
the informal caregiver in managing medication for older 
patients with dementia is complex and is often made more 
difficult because of increasing medication regimen com-
plexities, aspects of the relationship between the caregiver 
and the care recipient, healthcare system practices and a 
lack of information and/or training available to the infor-
mal caregiver, especially when caring for people living 
with dementia [7]. A previous study using the FCMAHS 
administered to caregivers of older patients found that 
medication regimen complexity was associated with more 
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intense hassles using the FCMAHS [9]. That study used 
a medication complexity scale that incorporated number 
of medications, the number of doses taken per day, the 
route of administration, and any special instructions. The 
present study used a similar approach to measure com-
plexity of the regimen, but we intentionally left off the 
special instructions question. We felt that respondents may 
not always provide accurate information for this question 
which may have influence on the scale score. We elected 
to analyze the FCMAHS score by each of the other com-
ponents of regimen complexity separately. We found the 
associations to be not significant, but there was a trend 
where as the number of doses taken per day increase, there 
was generally greater FCMAHS scores.

Caregiver beliefs about medication were significantly 
associated with the FCMAHS score. Respondents with 
greater belief of the necessity of the medications taken by 
the care recipient had more intense hassles scores. This 
may be due to anxiety-provoked feelings that medications 
must be managed well even when attending to other car-
egiving tasks or tasks in their own lives. Caregiver concern 
about medication was also significantly associated with the 
FCMAHS score. Stronger concern about medication taken 
by the care-recipient was associated with greater medication 
management hassles. A review of the literature found no 
studies assessing the association between medication beliefs 
and hassles associated with managing medication. Beliefs 
about medication and hassles associated with medication 
use are often identified as reasons why or why not patients 
engaging in appropriate health behaviors. Understanding the 
interaction between the two concepts is crucial when exam-
ining predictors of complex behaviors such as taking medi-
cation. More in-depth assessment is needed to determine 
why caregivers with higher levels of perceived hassles also 
have higher concerns about medicines and higher feelings 
of necessity for medications, and the impact the associations 
may have on their likelihood to encourage adherent behavior 
in the care-recipient.

Other variables that were not significantly associated with 
the FCMAHS scale included caregiver and care-recipient 
age and gender, caregiver health literacy, caregiver provid-
ing care for more than one care-recipient, caregiver formal 
education, caregiver having taken a medication management 
training program, caregiver taking medication themselves, 
or caregiver being employed outside the home.

One of the only other caregiver variables associated with 
the FCMAHS was whether they had previous health care 
training. Respondents with prior health care training had 
significantly lower levels of perceived hassles. It is assumed 
that their familiarity with the medication management pro-
cess through their training would give them higher self-
confidence and less concern with the tasks associated with 
managing medication.

Limitations

The primary limitation of this study is the small sample 
size (42 responses) which was composed of predominantly 
female caregivers. Because of the small sample size, we 
view the results to be more descriptive. We do provide 
bivariate analyses, examining individual characteristics 
of the caregiver, care-recipient, and medication regimen 
with the FCMAHS score, more to give the reader a sense 
of potential relationship that requires further research. In 
light of the small sample size and the fact that we con-
ducted only bivariate analyses to explore the associations 
between variables, we view this as a hypothesis generating 
study. Another limitation was the method used to recruit 
subjects. The survey was internet-based, which may pre-
clude individuals without access to computers or who may 
have lower health literacy. Study participants were mem-
bers of an advocacy agency, tended to be well educated 
both in formal education as well as having themselves 
had experience with managing their own medications or 
health-care related training, had a long term caregiver rela-
tionship with the care-recipient, and were family members, 
all of which may be associated with the individual being 
more engaged in the care for people with IDD. Further 
research is needed to create a larger, more diverse sample 
of caregivers to increase the power for detecting significant 
differences on factors that affect caregiver strain and bur-
den related to medication management. Another limitation 
is that the health literacy scale used for this study had a 
low Cronbach’s alpha score, which indicates a low level 
of internal reliability. This scale is good at screening for 
health literacy problems, but may not be adequate for more 
robust measurement of health literacy. For example, The 
original BMQ question “My health, at present, depends on 
medicines” was changed to “The care-recipient’s health, 
at present, depends on medicines.” This change was not 
validated for this study, which is a limitation to the inter-
pretation of the beliefs data. The internal reliability of the 
two scales was high, but construct validity was not tested.

Conclusion

Medication management is a commonly undertaken activ-
ity by people who provide care for individuals who have 
intellectual and developmental disabilities. These activi-
ties have the potential to contribute to stress in caregivers’ 
lives. Pharmacists could intervene by ensuring caregivers 
are counseled about medication that they manage, as well 
as be accessible for questions as they arise, and to carefully 
scrutinize medication regimens to attempt to reduce polyp-
harmacy and complexity of regimens.
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