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Abstract

Background: Requiring adults with intellectual and developmental disabilities to go
on community outings with co-residents and staff is contrary to community-living
policy's focus on person centredness and choice of activities/companions.

Method: We analysed 2018-19 National Core Indicators data from 36 US states con-
cerning 7968 adults living in staffed, non-family, multi-client settings. The focus out-
come was being able to stay home if you want when others in your home go out.
Results: The 42.0% of participants who could stay home were more likely to go out
with friends, family or alone, and less likely to go out with staff. Those who could stay
home participated in a similar variety of community activities and went out more
often to shop or for errands.

Conclusions: Individuals who could stay home likely had more choice about where,
when and with whom they went out. Strategies for greater person-centredness are

proposed.
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residents are better off than institution dwellers, but there is consider-

able variability in outcomes among community-living settings, with

Many United States adults with intellectual and developmental dis-
abilities reside in staff-supported living settings, the vast majority
(93.6%) being community based and financed through Medicaid Home
and Community-Based Services (HCBS) funding (Larson et al., 2020).
Community living is expected to provide greater person-centredness,
community participation, and choice, and be free of the regimentation
of institutions. However, institutional practices persist in some staffed
community-living settings, such as group homes (Bigby, Cooper, &
Reid, 2012; Bigby, Knox, et al., 2012). Kozma et al.'s (2009) review of
deinstitutionalisation research concluded that most community-living

staff support practices being an important influence on outcomes.
Block treatment is one cardinal feature of institutions (Pratt
et al., 1980). It is the opposite of person centeredness, with individual
residents being treated as a group, regardless of personal preference
or need. An example is all group home residents being required to
attend a community outing together irrespective of each person's
interest in the activity or preferences for companions. Bigby, Knox,
et al. (2012) examined staff working practices in Australian group
homes that had poorer resident outcomes, such as community partici-
pation. They found group treatment to be a key dimension of
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detrimental institution-like, staff-centred working practices and
reported that ‘group treatment was particularly integral to activities
that occurred outside the house’ (p. 460). Bigby, Cooper, and Reid
(2012) assessed levels of block treatment of Australian group-home
residents who had moved from an institution 1 year previously and
found these block-treatment scores still averaged 69% of institutional
levels. Staff and/or residents may bring institutional practices with
them when transitioning from institutional to community-living set-
tings. However, with many US community residents and staff having
no history of institutionalisation, the extent of block treatment in cur-
rent US community-living settings is unclear.

Block treatment is incompatible with current US community-
living policy such as the HCBS Final Settings Rule, a landmark federal
regulation issued in 2014 by the Centers for Medicare and Medicaid
Services (CMS). This rule has an emphasis on ‘independence in making
life choices, including ... daily activities, physical environment, and
with who to interact’ (Riesen & Snyder, 2019, p. 15). As a condition of
future continued HCBS funding, all US states are required to have
transition plans approved by CMS by March 2023 (Friedman, 2020).
These plans set out the process of transition to meeting the require-
ments of the Final Rule.

The assumed specific benefits of being able to stay home if the
individual wishes to are that the person is not required to go out to
non-preferred activities or with non-preferred companions, and
instead has greater choice about which community activities to partic-
ipate in and more options about companions to do the chosen activity
with. However, we found no research that evaluated these assump-
tions empirically.

Being able to stay home should not affect how often the person
goes out into the community, but instead give the individual more
control over when, where and with whom they do go out. However, it
is currently unknown to what extent this ideal is realised. One possi-
ble consequence of staying home that we examine in the current
study is whether individuals who can do so participate in community
activities less often and/or take part in fewer different types of activi-
ties. It is well established that people with intellectual and develop-
mental disabilities engage in few community activities and less than
general population (Verdonschot et al., 2009), so any potential to fur-
ther limit such activities should be examined carefully.

The National Core Indicators In-Person Survey (NCI-IPS) is the
only annual survey of US adult intellectual and developmental disabil-
ity service users that focusses on community-living services
(NCI, 2019b). Its multi-state sample and large scale provide ample sta-
tistical power to enable multiple subgroup comparisons of outcomes
of interest while controlling for key variables. The current study uses
2018-19 NCI-IPS data that were collected before the COVID-19 pan-
demic and were unaffected by it.

Institutional-style block treatment occurs in disability service set-
tings with two or more residents because, by definition, a person who
lives alone cannot go out with co-residents. This reality is recognised
in the NCI-IPS which instructs interviewers to not ask the question
about staying home of people who live alone. In addition, block treat-

ment is conceptualised as a disability staff-driven practice which

therefore requires staff to be present in the person's home at least
part of the time. Consequently, we restricted our analyses to staffed,
non-family, multi-client residential settings.

We investigated the following three research questions:

1. What is the prevalence of being able to stay home by current living
arrangements and current staffing level?

2. Is being able to stay home related to whom you go out with?

3. Do people who can stay home participate less often in community
activities or take part in fewer different types of community

activity?

2 | METHOD

The University of Minnesota's institutional review board (IRB) reviewed
this research and granted a waiver of ongoing IRB review and approval
because it involved secondary analysis of deidentified data.

21 | Sample

2.11 | Participating states

For 2018-2019, the NCI-IPS data we analysed were collected from
36 US states: Alabama, Arkansas, Arizona, Colorado, Connecticut,
Delaware, Florida, Georgia, Hawaii, Indiana, Kansas, Kentucky, Maine,
Michigan, Missouri, North Carolina, Nebraska, New Hampshire, New Jer-
sey, Nevada, New York, Ohio, Oklahoma, Oregon, Pennsylvania, Rhode
Island, South Carolina, South Dakota, Tennessee, Texas, Utah, Virginia,
Vermont, Washington, Wisconsin, and Wyoming (NCI, 2019a). Minnesota
participated in the 2018-2019, NCI-IPS survey, but provided no data on
the amount of staff support at home. The NCI-IPS is organised by the
National Association of State Directors of Developmental Disabilities Ser-
vices and the Human Services Research Institute and is a component of a

national project focused on quality assurance (NCI, 2019b).

Within state sample selection

Each year, each participating state is asked to recruit 400 or more par-
ticipants, randomly selected from their population of adults with intel-
lectual and developmental disabilities, aged 18 years or older, who
received at least one funded disability support service in addition to
case management. Some states had additional restrictions for their
samples (e.g., recipients of HCBS services only). Each state's sampling
strategy can be found in Appendix B in NCl's 2018-2019 IPS Final
Report (NCI, 2019a).

2.2 | Participants
We restricted our analyses to participants with non-missing data on
being able to stay home who lived in non-family, multi-client settings.

This meant that those who lived alone, with family, in a foster/host
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home or in ‘other’ (homeless, emergency, unspecified) residential set-
tings were excluded from all analyses. These selection criteria yielded a
sample of N = 9598.

In addition, we only included participants with clear evidence that
they received at least some paid staff support at home. This criterion
reduced the sample to 7968, with 1414 (1217 from Minnesota)
potential participants excluded due to missing data on amount of staff
support at home, and the remaining 216 (2.3%) excluded because the
staffing level was unclear.

Among participants who were eligible based on living arrange-
ments and availability of staffing data, missing data (e.g., do not know,
no response) for the staying home item affected 431 individuals, with
missing data rates by living arrangement ranging from 4.2% (group
4-6) to 7.3% (group 7-15).

The analysed sample consisted of 7968 adults with intellectual
and developmental disabilities. Analysed samples per state ranged
from 51 (Hawaii) to 1169 (Texas) with an average of 221. Average age
was 48.12 years (SD = 15.34, range 18-98). There were 4642 (58.3%)
men, 3297 (41.4%) women, 5 (0.1%) with other gender, and 24 (0.3%)
with gender missing. Overall, 5873 (73. 7%) participants were white,
1296 (16.3%) black, 376 (4.7%) Hispanic, 291 (3.7%) other racial/
ethnic groups, and 132 (1.7%) had missing race/ethnicity data.

2.3 | Instrument

Data from two sections of the NCI-IPS 2018-2019 were used. Data on
participant personal characteristics, level of intellectual disability,
amount of paid support at home, and living arrangements were col-
lected in the Background Information Section. This information usually
comes from case management and service provider records. Data from
NCI-IPS Section Il included questions about frequency of and compan-
ions for various community activities and being able to say home if you
want. Respondents to Section Il were the persons receiving services
where possible or, if the person is unwilling or unable, family, an advo-
cate, or staff. Survey interviewers participated in an NCI programme to
guarantee consistency in training, understanding of the survey, and
familiarity with data collection procedures (NCI, 2019b).

2.3.1 | Variables

Living arrangements

This NCI-IPS item had 14 mutually-exclusive response options for
living-arrangement type, which we recoded into eight categories, five of
which were used in the current study: (a) Own home (may be owned,
rented, or shared with spouse or roommates) with some disability staff
support, and the following settings each operated by a service provider
agency (b) Group 2-3, (c) Group 4-6, (d) Group 7-15 (group living set-
tings for the specified number of people with disabilities, including inter-
mediate care facility [ICF], HCBS and other types of funding), and
(e) Institution (ICF-funded setting with 16+ residents with disabilities,
nursing facility, or other specialised institutional facility).

Jounal of Apptd Research i ilcual Disites

Amount of paid support at home

This item's mutually-exclusive response options were: (a) 24-h sup-
port/supervision (i.e., whenever person is at home), (b) daily (limited
hours, not round-the-clock), (c) scheduled but less than daily, and
(d) as needed. For analysis, these categories were recoded into a
binary variable of 24-h support (yes/no). A fifth category ‘None of the
above’ was considered too difficult to interpret, so 216 participants

with this response were excluded from all analyses, as noted.

Level of intellectual disability

This single item, ranging from mild to profound intellectual disability,
was treated as a quasi-continuous variable ranging from 1 (mild) to
4 (profound). Analyses including this variable only involve participants
with intellectual disability, and those with an unspecified level,

unknown, or no intellectual disability were excluded.

Companions for community activity

Participants could indicate (yes/no) whether they did the activity alone,
with friends, family, housemates, or staff. They could select all categories
of companions that applied. The companions question was asked sepa-
rately for each of the five community-activity types (going out for enter-

tainment, eating out, shopping, errands, and attending a religious service).

Frequency of community activity

For each of the five community-activity types, respondents were
asked to select how frequently they participated in the past month
(0,1-2, 3-4, or 5+).

Variety of community activities

For each of five types of community activities, zero frequency was
coded no, and non-zero frequencies were coded yes. The number of
different community activities was a count of the yes responses and
could range from O to 5. This total was computed with listwise dele-

tion of cases with missing data.

Staying home

The single staying-home item ‘(If not currently living alone) when peo-
ple in your house go somewhere, do you have to go too, or can you
stay at home if you want to?’ had three response options: Yes, can
stay at home; Sometimes can stay at home but sometimes has to go;

and No, always has to go.

24 | Data analysis

Analyses were primarily descriptive, with data grouped by living arrange-
ment for several analyses. Depending on level of measurement and
whether other assumptions were met, differences in (a) being able to stay
home, and (b) frequency (high vs. low) of community activity were
analysed using chi square, Fishers exact test, or logistic regression.
Because the relevant data failed Levene's homogeneity of variance test,
for continuous data (counts of different types of community activities

with each type of companion and overall), we used mixed linear modelling
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with level of intellectual disability as a covariate. This analytic approach
uses maximum likelihood estimation which produces asymptotically effi-
cient estimators for unbalanced and balanced designs, allows the flexibil-
ity of selecting the appropriate covariance structure, and can handle
correlated data and unequal variances (SPSS Inc 2005; Weaver &
Black, 2015). In total, we report 17 separate primary analyses. To correct
for the number of analyses and account for Type 1 error, we have
adjusted alpha to be.05/17, with significance reported at p <.0029. All
analyses were conducted using SPSS version 27 (IBM Corp, 2020).

3 | RESULTS

3.1 | Research question 1: Prevalence, living
arrangements and staffing level

Overall, 3345 (42.0%) of participants reported that they could stay
home if they wanted to, 1293 (16.2%) could sometimes stay home,

TABLE 1  Percentage of people who can stay home by living
arrangement (N = 7968)

Can stay home?

Livin

Arra:gement type No % Sometimes % Yes % Total n
Own home 26.5 12.0 61.4 1688
Group 2-3 491 17.4 33.5 1967
Group 4-6 46.8 19.0 34.3 2979
Group 7-15 37.0 19.2 43.8 792
Institution 424 57 51.8 542
Total 41.8 16.2 420 7968

Note: Row percentages are shown.

TABLE 2

Can stay home?

and 3330 (41.8%) always had to go out. Table 1 shows the prevalence
of staying home by current living arrangements.

We found a significant overall relationship between staying-home
status and living arrangement type, y%8) = 457.29, p <.001,
N = 7968. Overall, own-home residents had the highest percentage
(61.4%) who could stay home, followed by institution dwellers
(51.8%), group 7-15 (43.8%), with group 4-6 (34.3%) and group 2-3
(33.5%) the lowest.

We investigated this issue further by examining the relationship
between current provision of 24-h staff support and staying-home
status for each living arrangement type (Table 2).

Table 2 shows that for own-home and smaller group settings (2-
3 residents) there was a significant relationship between 24-h staffing
and staying at home. Those without 24-h staffing were more likely to
be able to stay home if they wanted. The percentage-point difference
between those without/with 24-h staffing who could stay home
diminished from own home (79.8%-42.8% = 37.0%), to group 2-3
(58.6%-31.6% = 27.0%). This finding seems logical, given that a much
larger proportion of own-home residents (50.4%) had less than 24-h
staffing, compared to group 2-3 (7.1%). For all the larger settings
(group 4-6, group 7-15, institution) there was no comparison that
met the adjusted alpha criterion of p <.0029. Only 1.1% of institution
residents had less than 24-h staff support.

3.2 | Research question 2: Companions on outings

We counted the number of the five community activity types (enter-
tainment, eating out, shopping, doing errands, attending religious ser-
vices) done with each type of companion. For example, a participant
who answered yes to housemates as companions only for shopping

Number and percentage of people who can stay home by staffing level at home(N = 7968)

No, always has to go Sometimes Yes, can stay home
Living arrangement type  24-h staff support at home? n % n % n % Statistical comparisons
Own home No (n = 851) 94, 11.0 78, 9.2  679¢ 79.8 X2 =261.04
Yes (n = 837) 354, 423 125, 149 358¢ 4238 p <.001
Group 2-3 No (n = 140) 36, 25.7 22, 15.7 82, 58.6 X2 =4532
Yes (n = 1827) 930, 50.9 320, 175 577, 31.6 p <.001
Group 4-6 No (n = 119) 45 37.8 20 16.8 54 454 X2 =6.89
Yes (n = 2860) 1348 471 545 19.1 967 33.8 p=.032
Group 7-15 No (n = 56) 17 304 12 214 27 48.2 X?=1.14
Yes (n = 736) 276 37.5 140 190 320 435 p=.565
Institution® No (hn=7) 2 28.6 2 28.6 3 429 p =.095%
Yes (n = 535) 228 42.6 29 54 278 52.0

Note: Row percentages shown. a,b Within rows, numbers with the same subscript letter did not differ significantly at .05, Bonferroni corrected. Only

reported for analyses with overall significance of p <.001.

“Three cells in this analysis have an expected count of less than 5, so the value of chi square is not reported. Instead, the probability obtained from Fishers

exact test (2-sided) is shown in the final column.



STANCLIFFE ET AL.

Jounal of Apptd Research i ilcual Disites

_WILEY_| %22

TABLE 3 Mixed linear models of count of number of different types of community activities (of 5) participated in with each type of
companion by staying-home status (N = 6048)

Can stay home?

X No, always has to go Sometimes Yes, can stay home
Companion
Estimated Estimated

Type Estimated marginal mean  SE marginal mean  SE marginal mean SE
Alone® 0.06 .01 0.09 .02 023 .01
Friends® 0.30 .02 043 .03 052 .02
Family® 0.72 .03 0.82 .04 084 .03
Housemates®  1.43 .03 188 .06 1.37 .03
Staff 344 .03 359 .04 325 .03

F
67.32***
39.67***
6.13**
34.55***
29.59***

Pairwise post-hoc comparison
with yes can stay home group

Always has togo  Sometimes
t t
—11.58*** —6.73"**
—8.79*** —2.48
—3.37** -0.44
1.40 8.18***
5.08*** 7.40***

Note: Level of intellectual disability served as a covariate in all analyses. Estimated marginal means control for level of intellectual disability. **p <.0029,

***p <.001.
Level of intellectual disability was a significant covariate at p <.001.

TABLE 4 Frequency of community activity (low/high) by staying-home status with odds ratios from each logistic regression analysis
Can stay home?
Frequency of community activity (low/high)
No, always has to go® Sometimes Yes, can stay home
Community activity type Low High Low High OR Low High OR
Entertainment n 1726 1099 600 477 1.24 1584 1142 1.12
n= 6628 % 61.1 38.9 55.7 44.3 58.1 41.9
Eating out® n 1317 1518 480 604 1.05 1248 1478 0.98
n = 6645 % 46.5 53.5 443 55.7 45.8 54.2
Shopping® n 1321 1485 447 631 1.21 1070 1652 1.31%*
n = 6606 % 471 52.9 415 58.5 39.3 60.7
Errands® n 1664 1110 637 422 0.97 1432 1260 1.29***
n = 6525 % 60.0 40.0 60.2 39.8 53.2 46.8
Religious service® n 2002 782 809 259 0.80 1949 776 0.99
n = 6577 % 71.9 28.1 75.7 24.3 71.5 28.5

Note: Level of intellectual disability served as a covariate in all analyses. Frequency of community activity coding - low = 0, high = 1. ***p <.001.

No, always has to go’ was the reference category.

bLevel of intellectual disability was a significant covariate at p <.001. In all cases milder disability was associated with higher frequency of community

activity.

and entertainment had a count of two types of community activities
with housemates. We calculated this count using listwise deletion of
cases with missing data. Table 3 shows the results of five separate
mixed linear modelling analyses examining the relationship between
staying home and the count of types of community activities with
each type of companion, controlling for level of intellectual disability.
Table 3 shows a pattern across companions that is consistent with
the expectation that those who can stay home had more opportunities
to go out with different types of companions for community activities,
not just housemates or staff. For community activities alone, with fri-
ends or with family (i.e., not people participants lived with), a higher
count presumably denotes more variety of companions. The post hoc
comparisons in Table 3 show that those who always had to go had sig-
nificantly lower counts of community activity types with each of these

companions than those who could stay home (the reference group).

Conversely, going out with housemates or staff should be more
common for residents who always had to go, so a lower activity count
for such companions may indicate more opportunities to go out with
other types of companions. Those who could stay home had a signifi-
cantly lower count for going out with staff, but for housemates as com-

panions did not differ significantly from those who always had to go.

3.3 | Research question 3: Frequency and variety
of community activities

Respondents selected one of the mutually-exclusive frequency
responses (0, 1-2, 3-4, 5+ times in the last month) for each activity
type. Because it was not possible to assign an appropriate value to

the 5+ category and analyse the responses as a continuous variable,
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we dichotomized frequency of community activity into low and high.
We recoded the monthly frequency as low (0 or 1-2, recoded as 0) or
high (3-4 or 5+, recoded as 1). This binary variable served as the
dependent variable, with staying-home status and level of intellectual
disability as the independent variables. Separate logistic regression
analyses were conducted for each community-activity type.

As Table 4 shows, a significantly larger percentage of people who
can stay home were in the high frequency group for shopping and
errands than people who always have to go out (reference category),
with no significant difference between these two groups for entertain-
ment, eating out, or religious services. Effect sizes were small. Level of
intellectual disability was a significant covariate (p <.001) for eating out,
shopping, errands, and religious services. In all cases, milder intellectual
disability was associated with being in the high-participation group.

We evaluated the effect of staying-home status on the number of
different types of community activities (range = 0-5 of the five types
listed in Tables 3 and 4) participated in during the last month using
mixed linear models analysis, with level of intellectual disability as a
covariate. Controlling for level of intellectual disability, staying-home
status was not significantly related to the variety of (number of differ-
ent) community activities (F[2, 3691.82] = 5.73, p >.0029). Level of
intellectual disability was a significant covariate (F = 125.44,
p <.001,). Those with milder intellectual disability participated in a
wider variety of activities.

4 | DISCUSSION

People with intellectual and developmental disabilities should be able
to go out where, when and with whom they prefer, and not be
required to accompany co-residents and caregivers simply because
they are not allowed to stay home. Among individuals living in US
staffed, non-family, multi-client settings, we found that being able to
stay home if you want when people you live with go out was available
to less than half (42.0%) of adults with intellectual and developmental
disabilities. Those who ‘sometimes’ could stay home (18.2%) were a
minority, and for more than 80% of participants, being able to stay
home was a yes/no phenomenon. These findings reveal a substantial
level of the institutional practice of block treatment, even though only
6.8% of participants were currently institution dwellers.

This situation for community participation is clearly incompatible
with current US policy, such as the HCBS Final Settings Rule, with its
focus on choice of daily activities and companions (Riesen &
Snyder, 2019). This finding indicates that there is much to be done by
US disability service providers and regulators to achieve compliance
with this aspect of the Final Rule. In a later section headed Implications

for Policy and Practice, we propose several ways to help achieve this.

4.1 | Block treatment

Being required to go on a group outing is an important issue in itself

but may have broader implications. Research has shown that block

treatment is manifested in many ways, not just in relation to outings
(Bigby, Cooper, & Reid, 2012; Pratt et al., 1980). Individual items
assessing different forms of block treatment intercorrelate (Pratt
et al., 1980), suggesting that being required to go out on a group out-
ing may be related to other group activities (e.g., required joint meal-
time) designed for the convenience of staff. However, we had no data
on other types of block treatment, so could not test these relation-
ships empirically.

Bigby, Knox, et al. (2012) found that work practices in poorly per-
forming group homes prioritised staff preferences, convenience, and
needs. For example, some staff considered that taking an individual
client into the community was unfair on the staff member who
remained at home with the other residents, so all staff and residents
had to go out together (Bigby, Knox, et al., 2012).

A possible explanation for the presence of institutional practices
like block treatment in community living settings may be carryover by
former institutional staff of previous institutional working methods.
However, the very high levels of staff turnover in US services
(Houseworth et al., 2020) and the almost three decades since institu-
tions were the major US residential provider (Lakin & Stancliffe, 2007)
both suggest that few current community staff formerly worked in
institutions. Therefore, it is unlikely that staff had applied to
community-living settings practices they had previously learned in an
institution, but instead that block treatment is a persistent feature of
the culture of some community-living settings reflecting the staff-
centred way they currently function (Bigby, Knox, et al., 2012). If so,
block treatment will not simply fade away because, over time, fewer
and fewer staff have worked in institutions. Instead, when present,
block treatment will need to be consciously eliminated and person-
centred approaches substituted. Later in the Discussion we examine
the practice implications of our findings, including the need for staff

training.

4.2 | Staying home: Relationship to living
arrangements, companions, and community activities

Staying home varied considerably by living arrangements, with the
highest percentage being those who lived in their own home (61.4%),
an environment often considered the least institutional. This result is
unsurprising given that half (50.4%) of own-home residents had less
than full-time staffing, so they already regularly experienced periods
at home without staff. What was superficially surprising was that
institution residents (51.8%) had the second highest percentage of
being able to stay home. Nearly all institution residents (98.7%) had
full-time staffing.

Answering ‘yes, can stay at home’ may mean the person stays
home alone without staff (Webber et al., 2010), or that more than one
caregiver is available, one of whom can also stay home to support the
person there. These two factors help explain an otherwise counterintui-
tive pattern of responses. The higher percentage of ‘yes’ responses
from own-home residents likely reflects their greater opportunity and

competence at being able to stay home alone safely (competence
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acquired in part through regular opportunities to learn and practise
these skills). Own-home settings would rarely have more than one staff
member available. By contrast, in large residences higher resident num-
bers require multiple staff. Coupled with a near universal trend to 24-h
staffing in these settings, residents could potentially stay home and be
supervised because there were several staff on duty simultaneously.

The findings in Table 2 support this interpretation because in
smaller settings (own home, group 2-3) those without 24-h staffing
were significantly more likely to stay home, presumably because they
can safely stay home alone. The absence of a significant such relation-
ship for larger settings suggests that staying home in these residences
was enabled by staff availability to supervise those remaining at home.

The findings regarding companions need brief interpretation. Individ-
uals who can stay home are not required to go out with staff and other
residents, so they should be less likely to have staff or housemates as
companions on outings, an expectation mostly supported by our results.
Logically, a smaller proportion of outings with staff leaves more opportu-
nity to go out alone, with friends or family, as was consistently reflected
in our findings. The evidence in Table 3 is about companions for commu-
nity activities, not choice of companions per se. Nevertheless, the results
suggest that those who can stay home have more choice of companions
than those who are required to go out.

More frequent participation in a wider range of community activi-
ties presumably is desirable. When those who can stay home opted to
do so, they did not take part in that community activity, yet we found
that they participated in outings as often (entertainment, eating out,
attending a religious service) or more often (shopping, errands) than
peers. Having more access to going out with friends, family or alone
may well have resulted in increased opportunities for community activi-
ties that (over)compensated numerically for any activities foregone. This
proposition is supported by Stancliffe and Anderson's (2017) finding
that adults with intellectual and developmental disabilities who
exercised in the community alone (i.e., independently) did so much
more often than peers who only exercised with others, such as staff or
co-residents. Further, Stancliffe et al's (2022) study of attending
socially-inclusive community groups and religious services showed that
such participation was strongly associated with better friendship out-
comes and with less loneliness, but the latter outcome was only for evi-
dent for those who took part with friends and/or family. Sharing
community activities with friends or family is an excellent way to main-

tain those social connections and strengthen one's social network.

4.3 | Implications for policy and practice:
Promoting individual choice of community
participation

Being able to stay home provides a concrete strategy to enhance
person-centeredness and choice regarding community outings. Natu-
rally, this strategy needs to be complemented by positive efforts to
support the person to go out when, where and with whom they
choose. In addition, being able to stay home safely will often require

direct or indirect caregiver support.
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No specific information was available in our study about why people
did not stay home (e.g., safety concerns about being home alone; no
caregiver available), which limits the capacity to identify and target the
specific causes and develop interventions. Data gathered in future
research on what particular factors enabled people to stay home if they
wanted could potentially inform interventions to facilitate greater
person-centeredness and choice. Nevertheless, below we propose sev-
eral initial practical strategies to enable a more person-centred approach

with appropriate safety that could be evaluated in future research.

44 | Expanding the options for those who can
sometimes choose to stay home

The NCI-IPS data did not reveal how often or under what circum-
stances people who answered ‘sometimes’ could stay home. In indi-
vidual cases, these issues may point to an avenue for intervention to
expand opportunities to choose to stay home. For example, a person
who is considered able to stay home alone safely for a maximum of
20 min could gradually have this duration lengthened to build experi-

ence and confidence.

4.5 | Offering an alternative to going out with co-
residents

If the person does not wish to go out with co-residents but cannot safely
stay home alone, then alternative support arrangements could be made.
Options include more flexible staff scheduling so support is available at
home for the period of the outing; alternative activities such as visiting
family or friends; or collaborating with other group homes so there is
more than one community activity to choose from. These approaches
are not fully individualised (e.g., no choice of when) but can offer an

alternative to always being required to go out with co-residents.

46 |
safely

Teaching the person to stay home alone

Finding ways for the person to stay home alone safely represents an
independent response to this issue. This approach could include
teaching the individual the skills and safety behaviours needed to stay
home alone (Cocks et al., 2016; Webber et al., 2010). Little attention
has been paid to this issue, so the literature provides limited guidance.
Potential target skills include seeking help when needed, dealing
appropriately with visitors and phone calls, and basic safety skills to
prevent or respond to home emergencies. As skills and confidence
develop, the person could stay home alone for longer periods.

These issues can have far-reaching implications beyond commu-
nity participation itself. Major life transitions such as moving into
one's own home or retiring can be partly contingent on being (seen to
be) able to stay home alone safely. For example, Webber et al. (2010)
reported that some group home staff in Australia taught the needed
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skills to residents so they could stay home unsupervised, which
enabled the individuals to implement their wish to retire (the group
home did not have staff on duty during the day on weekdays). In
other cases where the home-alone option was not offered, the need
for the individual to retire was seen as a reason for the person to
move to a different group home with 24-h staffing or to transfer to an
aged-care facility. Residents had no real say in these decisions
(Webber et al., 2010). Sheth et al. (2021) reported similar issues for

residents of US residential settings.

4.7 | Staff training

Webber et al. (2010) also reported that some staff were reluctant to
leave residents unsupervised, regardless of their competence at staying
home alone safely. Training may be needed for staff to recognise block
treatment as an undesirable institutional practice and to empower them
to appropriately support the choice to stay home. Too often, staff fol-
low the implicit workplace culture and support clients as they have
observed other staff doing (e.g., taking everyone shopping as a group;
Bigby, Knox, et al, 2012). Staff professional development should
emphasise person-centred supports and self-determination (e.g., per-
son-centred thinking and planning; Crisp & Lawrence, 2019) and pro-
vide the knowledge and skills to teach the person how to stay home
safely if they choose to. In turn, provider-organisation policies that
guide staff should strike a sensible balance between freedom and risk,

and not simply be risk averse.

4.8 | Using technology

Another option is using remote monitoring and communication technol-
ogy to provide support and supervision from staff located remotely, ser-
vices often provided by an organisation specialising in remote monitoring,
to enable a person to stay home safely without having staff physically
present in the home with them (Tassé et al., 2020). This approach has
been utilised more frequently and efficiently in the last decade. HCBS
waiver funding is available in US states that have included remote support
technologies in their menu of authorised services (Tassé et al., 2020).
Tassé et al. proposed that such technology could ‘increase individual
choice and independence’ (p. 644). We had no information about the use
of technology in this study, so we could not evaluate its relationship to

being able to stay home when other residents go out.

4.9 | Future research

We found a high prevalence of the institutional practice of block
treatment in relation to community outings. Other forms of block
treatment (e.g., group activities at home, residents attending health
appointments together) should also be documented by researchers
and compared to the expectations of person-centred policy such as
the HCBS Final Settings Rule (Riesen & Snyder, 2019).

Adults who live with family typically are the only person with
intellectual and developmental disabilities in the setting, so block
treatment in the usual sense (a group of people with disabilities being
required to do things together) does not apply. However, the issue
can still arise if the person is required to go on family outings because
of concerns about their ability to stay home alone safely. This situa-
tion needs to be better understood to identify its extent and to con-
sider possible responses to increase the person's choice and control.

Most study participants were white. Future research could exam-
ine whether participants from racial or ethnic minorities encounter
different opportunities or barriers to staying home/going out or make
different choices about staying home alone.

410 | Limitations

Our study has several limitations. Between-state differences are com-
mon in disability services and service-user outcomes. We aggregated
data across 36 states with varying sample sizes, which may have
obscured potential effects of state policy differences.

As noted, we only looked at one aspect of block treatment—being
able to stay home—albeit an important one with potentially far-
reaching implications for the individual. Certain participants were
excluded from our analyses. For example, among participants with
otherwise complete data, 1263 people lived alone (94.0% in their own
home) and therefore were not asked about going out with co-resi-
dents. Presumably, they are more likely to be able to stay home and
to go out where, when and with whom they choose because there are
no co-residents to consider. Thus, our reported prevalence of being
able to stay home may be understated and should be interpreted as
prevalence for adults with intellectual and developmental disabilities
living in staffed, non-family, multi-client settings.

We excluded individuals who responded ‘none of the above’ to
the item about the amount of paid staff support at home. This crite-
rion mainly affected own-home dwellers who had no staff support at
home, so it likely understated the difference between 24-h support
and less than 24-h support for own-home residents.

5 | CONCLUSIONS

The institutional practice of block treatment persists in many US com-
munity living settings. Equally persistent efforts are needed to help
identify and minimise this practice, so that adults with intellectual and
developmental disabilities can exercise more choice about where, when

and with whom they go out, in line with current US disability policy.
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