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Abstract

Introduction: Person-centered goals capture individual priorities in personal contexts.
Goal Attainment Scaling (GAS) has been used in drug trials involving people living with
dementia (PLWD) but GAS has been characterized as difficult to incorporate into trials
and clinical practice. We used GAS in a trial of New Interventions for Independence
in Dementia Study (NIDUS)-family, a manualized care and support intervention, as the
primary outcome and to tailor the interventions to goals set. We aimed to assess the
feasibility and content of baseline goal-setting.

Methods: We developed training for nonclinical facilitators to set individualized GAS
goals remotely with PLWD and family carer dyads, or carers alone, in the intervention
trial, during the COVID-19 pandemic. A qualitative content analysis of the goals set
explored participants’ priorities and unmet needs, to consider how existing GAS goal
domains might be extended in a psychosocial intervention trial context.

Results: Eleven facilitators were successfully trained to set and score GAS goals. A
total of 313/328 (95%) participants were able to collaboratively set three to five goals
with the facilitators. Of these, 302 randomized participating dyads set 1043 (mean
3.5, range 3 to 5) goals. We deductively coded 719 (69%) goals into five existing GAS
domains (mood, behavior, self-care, cognition, and instrumental activities of daily liv-
ing); 324 (31%) goals were inductively coded into four new domains: carer break, carer
mood, carer behavior, and carer sleep. The most frequently set goals pertained to social
support. There was little variation in types of goals set based on the context of who set
them or level of pandemic restrictions in place.

Discussion: It is feasible for people without clinical training to set GAS holistic goals for
PLWD and family carers in the community. GAS has potential to facilitate personaliza-
tion of care and support interventions, such as NIDUS-family, and facilitate the roll out

of more personalized care.

This is an open access article under the terms of the Creative Commons Attribution License, which permits use, distribution and reproduction in any medium, provided
the original work is properly cited.
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1 | INTRODUCTION

An estimated 944,000 UK people live with dementia.! Most want
to live at home for as long as possible.? Patient goals and priorities
should always guide care,! especially for dementia, where symptoms
and their relationship with quality of life are so varied.® Developed in
1968, Goal Attainment Scaling (GAS)* has been modified and applied
to areas including cognitive rehabilitation, limb spasticity, and demen-
tia care.>® GAS allows participants to set individualized goals with the
facilitator that are defined so an independent evaluator can score their
attainment. GAS involves identifying problems and priorities, as well
as defining, setting, and rating goals—a more complex cognitive pro-
cess than more standardized outcome measures, leading to concerns
it may be impractical in clinical practice,’ and may lack methodolog-
ical specification.1®11 Though not tied to one specific methodology,
GAS requires formulation of well-written, specific, measurable, attain-
able, relevant, and time-bound (SMART) goals. GAS has been used
successfully with people living with dementia (PLWD)10.12-16 and their
family carers?’~1? to detect small, clinically important intervention
effects up to 12 months.’® GAS has been used as an outcome in ran-
domized control trials (RCTs) in dementia: mainly drug trials,1320.21
or within an intervention.1?2223 Several studies have analyzed goal
content to summarize patient and carer priorities for care and unmet
needs.20:21,24,25

The New Interventions for Independence in Dementia Study
(NIDUS)-family RCT2427 was the first large trial where GAS goals
were the primary outcome and used to tailor an intervention.2® The
NIDUS-family study trained nonclinical facilitators, with the intention
of developing an intervention that was scalable and affordable.?” Par-
ticipants set goals around what would help the PLWD to live for as long
and as well as possible in their own homes. We analyze the content
of these goals, set during the pandemic when PLWD and their carers

the study participants.

dementia, Alzheimer’s disease, outcome measures, goals, goal attainment scaling, goal setting,
individualized care, person centered, psychosocial intervention

* Goal Attainment Scaling (GAS) can capture meaningful priorities of people with
dementia and their family carers.

* A psychosocial intervention RCT used GAS as the primary outcome measure and
goals were set collaboratively by non-clinically trained facilitators.

* The findings underscore the feasibility of using GAS as an outcome measure with this

* The content analysis findings unveiled the diversity in experiences and priorities of

* GAS has the potential to support the implementation of more person-centred

approaches to dementia care.

faced service curtailment and severe risks from COVID-19.28 The pan-
demic provided an opportunity to assess the feasibility of goal setting
remotely.

To explore priorities related to living well at home, we aimed to
describe (1) the methodology used to enable nonclinical facilitators to
set goals; (2) the feasibility of remote GAS goal setting for PLWD and
carer dyads with nonclinically trained facilitators; and (3) the goal con-
tent. To explore the impact of contexts, we reported how goals varied
by (1) who set them (dyad or carer alone and carer relationship), and (2)
the pandemic restrictions in place.

2 | METHODS
2.1 | Study design

We report baseline findings from the NIDUS-family multi-site RCT
(ISRC TN11425138),2¢27 approved by Camden & Kings Cross
Research Ethics Committee (19/LO/1667). The trial evaluated NIDUS-
family’s manualized, modular care and support intervention, which
was tailored to goals participants set plus usual care, versus usual
care alone. GAS was the primary trial outcome. The intervention
group received six to eight remote sessions (in person if COVID-19
restrictions allowed) over 6 months, then telephone follow-ups every

1to 2 months for up to 1 year.
2.2 | Study population
From March 2020 to May 2022, we recruited participants from 21

sites across England via professionals working in National Health

Service (NHS) trust memory clinics, older adult mental health
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1. Systematic review: Goal Attainment Scaling (GAS) has
been used successfully with people living with dementia
or their family carers in previous studies. The New Inter-
ventions for Independence in Dementia Study-family
randomized control trial is the first large trial where
GAS goals, set by nonclinical facilitators, are the primary
outcome evaluating a care and support intervention.
The methodology of goal setting and goal content were
explored.

2. Interpretation: Our findings show it is feasible for peo-
ple without clinical training to set individualized, holistic
goals in this population with appropriate training. Base-
line goals were coded within nine overall goal domains
relating to living well at home including four new goal
domains related to carer well-being. The most frequently
set goals pertained to social support.

3. Future directions: GAS can be delivered by nonclini-
cally trained facilitators and has the potential to increase
person-centeredness of trial outcomes for end users of
new dementia interventions, including care and support
interventions. This can facilitate the roll out of more

personalized care.

services, general practitioner practices (in London, Bradford, Leeds,
Hull, Oxfordshire, Buckinghamshire, Kent, and Surrey), and via the Join
Dementia Research (JDR) database,2? carer groups, social media, and
local advertisements.

We recruited people with a documented dementia diagnosis of any
type and severity, living in their own homes (including sheltered accom-
modation), alone or with others. Participants were required to have
an English-speaking family member or friend (henceforth described as
“family carer”) in contact at least weekly. We excluded anyone expected
to be in the last 6 months of life or enrolled in other interventional
research. We excluded dyads where the family carer could not spec-
ify at least three goals to support the PLWD living well at home, after a
1-h goal-setting session from the trial. We will report the number and
percentage of dyads unable to set goals as a measure of GAS feasibility.

2.3 | Procedures

Study procedures were remote (video call, telephone, and posting
study materials) due to the pandemic. Participants gave written, or
verbal recorded, informed consent. For PLWD who lacked capacity,
their family carer signed a consultee declaration form. Participants
completed a baseline assessment (see protocol?®), of which sociode-
mographic details are reported here (Table 1). Facilitators were psy-

chology or social science graduates without formal clinical training,

TABLE 1

Age (years), mean (SD)
Ethnicity
White
Mixed
Asian
Black
Other
First language
English
Other
Gender
Male
Female
Marital status
Inrelationship
Divorced
Single
Widowed

Highest educational attainment

Higher degree
Degree
A level (or equivalent)
GCSE (or equivalent)
No formal qualifications
Living situation
Live alone
Live with partner/spouse
Live with children
Other
Cohabiting
Dyad are cohabiting
Dyad live apart
Accommodation
Council rented
Housing association rented
Private rented
Owner-occupied
Carer relationship
Wife/partner
Husband/partner
Daughter
Son

Other

Translational Research
Clinical Interventions

PLWD
(N=302)

79.9

266

17
11

260
42

133
169

178
17

100

83
56
58
102
47

84
159
39
20

193
109

20
14
31
237

(8.2)

(88.1)
(1.3)
(5.6)
(3.6)
(1.3)

(86.1)
(13.9)

(44.0)
(56.0)

(58.9)
(5.6)
(2.3)
(33.1)

(11.1)
(18.9)
(19.2)
(33.8)
(15.9)

(27.8)
(52.6)
(12.9)
(6.6)

(63.9)
(36.1)

(6.6)
(4.6)
(10.3)
(78.5)

3of 11

Baseline characteristics of people living with dementia
(PLWD) and family carers.

Family carers

(N=2302)
634  (12.5)
266 (88.1)
4 (1.3)
16 (5.3)
11 (3.6)
5 (1.7)
277 (91.7)
25 (8.3)
90 (29.8)
212 (70.2)
251 (83.1)
11 (3.6)
35 (11.5)
5 (1.7)
55 (18.2)
97 (32.1)
80 (26.5)
55 (18.2)
15 (5.0)
153 (50.7)
137 (45.4)
1 (0.3)
11 (3.6)
13 (4.3)
217 (71.9)
12 (4.9)
27 (8.9)
99 (32.8)
52 (17.2)
109 (36.1)
35 (11.6)
7 (2.3)

(Continues)
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TABLE 1 (Continued)

PLWD Family carers
(N=2302) (N=2302)
Dementia diagnosis

Alzheimer’s disease 139 (46.0)

Vascular dementia 38 (12.6)

Lewy body dementia 10 (3.3)

Frontotemporal dementia 8 (2.6)

Other 84 (27.8)

Unable to specify 23 (7.6)

Note: Results are n (%) unless specified otherwise.
Abbreviations: GCSE, General Certificate of Secondary Education; SD =
standard deviation.

who were trained and supervised by a clinical psychologist. They con-
ducted the GAS goal-setting interview at a second appointment, after
completion of baseline measures, with the family carer (and PLWD
wherever possible). Before the meeting, they asked participants to
identify target areas to improve to enable the PLWD to live as well and
for as long as possible at home. Facilitators had an open but focused
discussion to explore key issues before setting three to five SMART
goals.%C In identified areas, co-facilitators asked participants to detail
baseline functioning (recording this current situation as level 0). They
then guided formulation of the 5-point scale (Appendix A), by asking
what the baseline situation would look like if much better (+2), a little
better (+1), a little worse (—1), and much worse (—2) at follow-up. Facil-
itators were encouraged not to exceed 15 min of discussion per goal,
and if they did to consult the study team prior to a further appoint-
ment. The goals needed to be attainable through the NIDUS-family
intervention, relevant to the dyad’s dementia and caring experiences,
with at least one goal per dyad focused on the PLWD. Facilitators wrote
notes, which they used to draft goals using the goal record sheet (see
Appendix A) during or after the appointment. A total of 50 interviews
were audio recorded.

Regarding facilitator training and supervision, the training com-
prised two initial days by an expert team, then cascaded to new starters
by J.B./C.C. Facilitators received a further 2-h training session led
by a clinical psychologist, to teach skills in motivational interview-
ing, opening and closing conversations, managing difficult or upsetting
topics, safeguarding procedures, and key considerations of setting
and writing SMART goals. This training was manualized to ensure all
facilitators received the same content. Following this training, facilita-
tors completed 4 to 8 h of goal-setting role-play practice with other
facilitators and patient and public involvement members who were cur-
rent or former family carers. All facilitators completed a final sign-off
with research team leads to check that SMART GAS goals were set
efficiently before conducting fieldwork.

Facilitators discussed all goals with C.C. or J.B., who reviewed
their SMART criteria based on the fidelity checklist (Appendix B).
A GAS expert, K.R., reviewed half of the goals set in the first 3
months. J.B. listened to 10 audio-recorded GAS sessions (randomly

selected across seven facilitators) and completed fidelity checklists

(Appendix B) developed by the team, rating five process factors regard-
ing whether goals were set according to the participants’ needs and
priorities on a Likert scale from 1 (not at all) to 5 (very much).

Facilitators entered goals into a “goal mapping” spreadsheet where
they outlined the 5-point scale, who set the goal (dyad or carer only;
and relationship of the carer to the PLWD), and goal-setting dates.
These were coded based on a published timeline of UK coronavirus
lockdown restrictions! into no restrictions (NR), some restrictions
(SR), tight restrictions (TR), and lockdown (LD).

2.4 | Analysis

We describe sample sociodemographic characteristics using standard
summary statistics. We conducted content analysis of goals using
published methods.3233 Content analysis is a systematic classification
process for coding and identifying themes or patterns.32

Goals in the “goal mapping” spreadsheet were initially deductively
coded?? using the GoalNav Alzheimer menu (SymptomGuide Demen-
tia), created by K.R. and D.G.I. Clinical Inc (now Ardea Outcomes).343>
This symptom tracking tool provides a library of common and distress-
ing symptoms coded into symptom areas and overall domains, allowing
users to identify symptoms of concern and track any changes over time.
These symptoms were collated from K.R.’s previous GAS studies and
qualitative research exploring individuals’ priorities.®® In consultation
with K.R., J.B. tailored the GoalNav menu to the NIDUS-family psy-
chosocial intervention context, for example, adding goals related to
carers’ priorities. Goal coding took place throughout the study. Facili-
tators summarized the central issue as a “goal descriptor.” These were
grouped into “goal areas,” then five overall goal domains: behavior,
cognition, mood, instrumental activities of daily living (IADLs), and self-
care (Figure 1). Goals that did not align with the existing goal menu
were coded as “new goal area.” The coding framework was refined
and discussed during team meetings and developed during the content
analysis.

Once data collection was complete, J.B. and S.Z. independently
coded all goals using the steps above, discussing differences with each
other and the initial coding with C.C. to reach consensus. We measured
the percentage agreement between their ratings and facilitator ratings.
They considered whether goals within the “new goal area” could be
coded into the existing GoalNav menu areas and domains, then coded
the remaining goals using an inductive content analysis approach.32
When goals could be coded into more than one area or domain, the area
that best matched the expressed intention of the goal, as outlined in the
goal record sheet or goal notes, was selected. For example, most goals
related to finding activities that “provide mental stimulation” were set
with the expressed intention of improving mood rather than cognition,
so were coded in the mood domain.

We report the frequency of goal areas and domains in the final
framework, overall and by (1) who set the goal (the dyad together or
the carer alone), (2) relationship of the dyad (spouse/partner, child or
other), and (3) level of UK government coronavirus restrictions when

the goal was set.
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Individual
baseline goals

y

Code into goal descriptors

eg, “Always rechecking things”

LN

areas

Deductively code into GoalNav™ goal

4

eg, Goal Area: “Repetitive behavior

Inductively code
into new goal areas

Y

with repetitive behavior”

Adapt/re-name the Goal Areas

eg, Goal Area: “Reducing or coping

Code into new goal
domains

A 4

Code into GoalNav™ Goal Domains

eg, Goal Domain: “behavior”

FIGURE 1 Flow chart showing the content analysis process for coding baseline goals.

3 | RESULTS
3.1 | Recruitment and baseline characteristics

Atotal of 328/502 (65%) eligible dyads referred to the study consented
to take part, of whom 26/328 (8%) were not randomized: 15 (5%) due
to being unable or unwilling to set three to five goals after a 1-h GAS
goal setting session. Others withdrew before randomization because
the care recipient died (n = 3), had severe health problems (n = 5), or
for unspecified reasons (n = 3). Table 1 describes characteristics of the
302 participant dyads who set GAS goals and were randomized into the
trial.

3.2 | Goal setting process

Participating dyads set 1043 individual goals (mean 3.5 goals per dyad,
+ 0.6; range 3 to 5), with 11 facilitators. Goals were set by the fam-
ily carer (n = 258; 85%) (in two cases with a second family member),
or the family carer and care recipient together (n = 44; 15%). Involve-
ment of the PLWD was supported where possible, but often the family
carer considered that they lacked capacity to understand the process
(n=152; 50%), or that it would not be beneficial. Regarding the means

of communication, 215 (71%) participants set goals via video call, 81
(27%) via telephone, and 6 (2%) in person.

The goal-setting session lasted on average 43 (+ 8; range 18 to
72) min. Facilitators formulated goals with 104 (34%) dyads after
one goal-setting session; for 180 (60%) dyads, the facilitator addition-
ally conferred with the dyads by a short phone call to clarify minor
adjustments advised by the supervisory team to increase goal utility of
“SMARTness.” Eighteen dyads (6%) required a second meeting to sub-
stantially revise their GAS goals. The GAS expert reviewed 32 goals
(50%) of 10 dyads. Feedback suggested ways to adapt goal setting
to lockdown restrictions and encouraged the use of participants’ own
language (eg, “switch off”) and defining such terms (ie, “a break from
thinking about caring responsibilities”) to balance individualization and
standardization.

J.B. completed 10 fidelity checklists for four dyads and six carer-
only recorded goal-setting sessions. All facilitators kept the PLWD
central to the goals, set goals according to their priorities outlined
by participants, used participants’ language, and kept the carer and
PLWD engaged (all rated 5). For the four dyads setting goals, three
facilitators managed contrasting or unrealistic expectations of the
carer and PLWD very well (rated 5), while one facilitator was rated
as 3 for prioritizing the carer’s over the PLWD'’s suggestions for one

goal. One facilitator was rated as 2 for not effectively managing
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TABLE 2

Goal domain/goal area

Mood/improving interest/initiative

Extracts from recorded GAS setting interviews

Husband: “1 think she would like to go back to the

Examples of how Goal Attainment Scaling (GAS) goals were developed by facilitators in goal setting interviews.

Adapted +2 level of GAS goal

+2: PLWD has been able to enjoy art and culture once a

theatre and visit some museums... she really enjoys  month either in person or online.

art and culture”

Behavior/increasing positive
interactions with others
like to see them once a week”

Self-care/improving personal care

she will shout or push me.”

Cognition/reducing or coping with
repetitive questions/stories

PLWD: “l would like my family to visit more.... | see
them about once a month at the moment ... would

Partner: “She is resistant to any kind of help with
personal hygiene, it’s causing health problems....

Daughter: “I just want him to stop asking the same
question about where mum is every day ... it is

+2: PLWD has social contact with family or friends
(other than primary carer) once a week for at least 15
min (in person or via video call or telephone).

+2: PLWD is accepting of help with regards to her
personal care, 50 % of the time

+2: Carer feels distressed in response to PLWD’s
repetitive questions about her mum once a week or less.

horrible having to explain she has died repeatedly.”

IADL/operating gadgets or
appliances

Carer break/carer has more time for
other activities
when it is open again”

Carer mood/reducing carer worry
about the future
he cope.”

Carer behavior/ Improving carer
reaction to PLWD

Carer sleep/reducing carer sleep

problems keeps me up at night most nights.”

Daughter: “He is leaving the iron or oven on, it
sometimes sets smoke alarm off ... I'm worried
about safety, but he loves cooking....

Daughter: “I would like to do more exercise.... | love
swimming so really want to go back to the pool

Wife: “| keep getting feelings of panic about what
will happen if something happens to me.... how will

Son: “Every day she keeps misplacing and hiding the
house key and home phone ... | get so frustrated
and | end up angry and shouting ... .”

Husband: “1 get so worried about her (PLWD), it

+2: PLWD leaves the oven, or iron on once a fortnight or
less and continues to use the appliances.

+2: Family carer exercises for one hour a week such as
swimming or another enjoyable activity.

+2: Family carer feels intense worry or panic symptoms
about future care of PWLD only occasionally (once a
week or less)

+2: Carer is expressing frustration (eg, shouting)
towards PLWD when items go missing on 2 days a week
or less.

+2: The carer has intense worries about partner that
disturb his sleep once a week or less.

Abbreviations: IADL, instrumental activities of daily living; PLWD, people living with dementia.

unrealistic expectations, and this goal was changed during the review

process.

3.3 | Goal domains and areas (Tables 2 and 3)

A total of 719 (69%) goals focused on the PLWD'’s needs and priorities.
We coded these into the five GoalNav menu domains (mood, behav-
ior, self-care, cognition, and IADLs). The agreement between J.B. and
S.Z’s coding was 94%, and between their final consensus coding and
the facilitators was 90%. The remaining 324 (31%) goals focused on
carer well-being. J.B. and S.Z. inductively coded these into four new
domains: carer break, carer mood, carer behavior, and carer sleep.

Table 2 gives examples of how target unmet needs were identified
and goals operationalized. Table 3 outlines the goal domains and areas,
with examples of the unmet needs addressed in each. Table 4 describes
the proportion of goals set in each domain, comparing family carers
setting goals alone and with care recipients, carer relationships, and
goals set by the level of pandemic restrictions. These factors had lit-
tle influence on the domains in which goals were set, save for carers
alone setting more carer-focused goals, compared with dyads. Children
of PLWD set more goals related to self-care and spouses more goals to
have a caring break; more goals related to PLWD’s self-care were set
during lockdown than at other levels of restrictions.

3.4 | Content analysis
3.4.1 | Mood (to improve PLWD’s mood)

Most goals in this domain are related to improving the PLWD’s interest
and initiative, and engagement in “new or more enjoyable activities” to
improve mood, and “provide mental stimulation.” Other goals focused
on reducing the frequency, duration, or severity of anxiety or low mood
symptoms. For example, one PLWD and their spouse set their goal as
“PLWD can leave the house without anxiety symptoms (breathless-
ness, sweating or getting tearful) lasting longer than 3 min, twice a

week or more.”

3.4.2 | Behavior (to increase positive PLWD
behaviors)

The most common goal here related to “increasing positive social inter-
action with others”; often more contact with people “other than the
carer.” Sometimes the goal pertained to the dyadic relationship, usu-
ally led by the family carer struggling with their changed relationship
and role and wanting “better quality” or more “meaningful” social
time with the PLWD. Some goals focused on the amount rather than
type of social contact, and the interaction was described flexibly as
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TABLE 3 Description of unmet needs addressed in goal domains and areas.

Goal domain (N,

Clinical Interventions

% all goals) Goal area
Mood 245 Improving interest/initiative
(23%)
Reducing anxiety/worry
Reducing low mood
Behavior 242 Increasing positive interaction with others
(23%) (including coping with changed relationships)

Reducing or coping with aggression, irritability,
frustration, restlessness, shadowing, repetitive
behavior, or unsafe actions

Improving sleep disturbances

Self-care 155 Reducing physical complaints

0,

(15%) Improving personal care or dressing
Improving appetite or fluid intake

Cognition 47 Ability to participate in hobbies/ games

(5%)
Coping with or improving memory, repetitive
questions/stories, or misplacing objects
Improving/coping with concentration or
orientation problems

IADL/ADL 30 Meal preparation/cooking

(15%)

Household chores

Operating gadgets/appliances

Carer break Carer has more time for other activities

138(13%) Accessing more care support/overnight respite

Carer mood 99
(10%)

Reducing carer worry about the future

Reducing carer worry anxiety
Reducing carer low mood

Carer behavior
79 (8%)

Improving carer reaction to PLWD

Carer accessing more resources

Carersleep 8 Reducing carer sleep problems due to worry or
(1%) PWLD'’s behavior

Number of

goals Example of unmet need/problem

168 PLWD is not engaging in activities that provide mental
stimulation resulting in low mood

45 PLWD is tense and stressed throughout the day

32 PLWD is easily tearful/upset/crying spells

120 PLWD has limited interaction with others including
family and friends.

73 PLWD is quick to anger during conversations with carer
(“flies off the handle easily”); or PLWD does not like
being left alone more than a few minutes

49 PLWD is waking up distressed in the night

84 PLWD has very limited walking ability

33 PLWD becomes distressed during personal care

28 PLWD is eating less, resulting in weight loss

21 PLWD is very easily distracted; cannot engage in
previously enjoyed activity

17 PLWD cannot remember if they have taken their
medication or not.

9 PLWD cannot follow conversations or instructions

13 PLWD is no longer helping prepare meals

12 PLWD is no longer helping with house cleaning

5 PLWD not able to use new kitchen appliances since
moving house
123 Carer has no time for sociable activities

15 The carer needs more help with caring (family or
professional)

47 Carer is worried about the future care of PLWD if
something happens to them

39 Carer is having feelings of panic when caring

13 Carer is easily tearful and upset

57 Carer shows irritability/frustration via shouting in
reaction to PLWD behavior

22 Carer does not have enough external support and does
not know how to access it

8 PLWD wakes up carer multiple times during nights

Abbreviations: ADL, activities of daily living; IADL, instrumental activities of daily living, PLWD, people living with dementia.

“in person” or “remotely.” For others, the type of social contact was
specified. For example, a daughter caring for her mother who was con-
cerned she had no contact with peers, despite enjoying socializing, set
a goal around her mother as “participating in a group activity once a
week.”

Other goals in this domain related to aggression, irritability, frus-
tration, restlessness, shadowing, repetitive behavior, or unsafe actions:
reducing frequency of such behaviors, or family carer distress about it,
where carers felt that reducing its frequency was unrealistic.

Goals related to “sleep disturbances” were around difficulties get-
ting to sleep, waking at night, daytime sleepiness, and day/night

disorientation. A spouse who was regularly woken by the PLWD get-
ting dressed believing it was morning gave a +2 description: “PLWD no
longer waking his wife up during the night by turning on the lights and
getting dressed.”

3.4.3 | Self-care (to improve the PLWD's physical
health)

Most self-care goals described managing pain or reduced mobility. A
father and son set a goal to “get out of the house at least two times
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TABLE 4 Number (%) of goals set by dyads or family carers alone, by carer relationship, and by pandemic lockdown stage, within each goal

domain.

Goals set by (n %) COVID-19 restrictions

Dyad Carer only Spouse Child/Other None Some Tight Lockdown
Goal domain N=44 N =258 N=154 N=148 N =664 N=222 N =105 N=94
Behavior 38 25% 204  23% 118 22% 124 24% 144 22% 52 23% 25 24% 21 22%
Cognition 8 5% 39 4% 23 4% 24 5% 31 5% 12 5% 1 1% 2 2%
Mood 38 25% 207 23% 121 23% 124 24% 175 26% 64 29% 26 25% 23 24%
IADL 5 3% 25 3% 9 2% 21 4% 21 3% 4 2% 4 4% 1 1%
Self-care 24 16% 131 15% 69 13% 86 17% 95 14% 27 12% 15 14% 18 19%
Carer mood 8 5% 92 10% 54 10% 46 9% 63 9% 23 10% 8 8% 6 6%
Carer break 17 11% 121 14% 86 16% 52 10% 86 13% 19 9% 18 17% 15 16%
Carer behavior 13 9% 66 7% 44 8% 35 7% 46 7% 19 9% 7 7% 7 7%
Carer sleep 0 0% 8 1% 7 1% 1 0% 3 0% 2 1% 2 1% 1 1%

Abbreviation: IADL, instrumental activities of daily living.

a week,” classified as mobility-related because the father found get-
ting in and out of the car painful. Other goals related to reducing the
PLWD’s resistance or distress during personal care. Goals relating to
“improving appetite or fluid intake” were to increase oral intake (n =
19); restrict diet (n = 11) or increase fluid intake (n = 6). A daughter
concerned about her mother’s weight loss set a goal for “at least one
balanced meal a day.”

3.4.4 | Cognition (to improve PLWD’s participation
in hobbies/games or coping with cognitive symptoms)

Most commonly (n = 21), these goals aspired to help PLWD overcome
cognitive challenges that prevented participation in a favorite hobby
or game. In classifying the goals, facilitators considered dyads’ formula-
tion of the unmet need—whether it focused on a cognitive or emotional
barrier to participation. For example, a spouse dyad recognized that
the PLWD needed to adapt his hobbies due to his poor attention span
affecting his ability for previously enjoyable word puzzles. They set a
goal of “being able to enjoy a hobby for 30 min, 2 to 3 days a week.”
Other goals focused on “improving or coping with” concentration,
orientation or memory problems, repetitive questions, or misplacing

objects.

3.4.5 | IADL/ADL (to improve the PLWD’s
involvement in household activities)

Goals focused on the PLWD becoming more involved, engaged, confi-
dent, or safe in carrying out IADLs. Most specified that the ADL could
be supported. A typical example of goals set around meal preparation
and cooking is the PLWD “participating in preparing a meal twice a
week (with or without support).”

3.4.6 | Carer goals (to increase breaks from caring,
improve carer mood, sleep, or increase positive carer
behaviors)

Most “carer break” goals were focused on the amount of time to self,
but others prioritized needs to access more respite and support, to
enable time away from caring. A husband experiencing carer stress set
a goal for “external support in place 3 days a week for at least 2 h.”

The most common “carer mood” goal was to worry less about the
future. Most of this worry (35/47 goals) related to what would happen
to the PLWD if the carer was no longer able to look after them. “Carer
sleep” goals often intersected with others, for example, where sleep
was disturbed by worries, or they were directly disturbed or woken by
the PLWD’s unmet needs.

Often during GAS interviews, family carers acknowledged that the
PLWD’s behavior was a dementia symptom and unlikely to change, so
they set goals around how they felt and responded to it, which we clas-
sified as “carer behavior” goals. Other goals related to carers taking

actions to get more support.

4 | DISCUSSION

GAS was a feasible method of identifying and setting clinically mean-
ingful goals in a psychological intervention trial. It is more time-
consuming than other standardized quality of life measures (the mean
time of 43 min to set 3 to 5 fully scaled GAS goals is similar to previous

reports20:36)

, but produces a highly personalized and holistic outcome
measure, capturing what is relevant, important to, and desired by
PLWD and their carers.

While previous studies used clinician or expert-led GAS,37:38 we
report that trained and supervised nonclinical facilitators successfully

set SMART goals with good fidelity, as did another recent study.?® We
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involved PLWD in goal setting where possible, but most goals were
set with family carers alone. This approach enabled us to include peo-
ple with all stages of dementia. This is the first study to use GAS
remotely. Setting goals via video call or telephone may have impacted
their quality if trust building was harder. Skills in establishing trust,
active listening, and difficult conversations were taught in facilitator
training.3? The experienced study team checked goals to maintain their
quality.

The most frequently set goals pertained to social support—to
engage in activities or for carer respite. The NHS long-term plan,*°
integrated care boards,*! and other current UK policies prioritize per-
sonalized, integrated care,*? and GAS may be a valuable tool to support
it. The goals capture the diversity of experiences of dementia: Not
everyone wants the same result, even for the same target behavior or
problem.

The distribution of goal domains set by dyads versus family car-
ers alone was similar, but we cannot know how goals family carers
set reflected PLWD’s priorities. Carers alone set more carer-focused
goals. Carers often report that it is difficult to think of their own needs
when taking on a caring role,*3 so this structure to set goals may be
helpful in clinical practice. Spouses of people with dementia set more
goals around respite needs. Spouses report having lower social sup-
port than adult children of PLWD** and are more likely to be resident
carers; resident carers report greater psychological burden than non-
resident carers.*> Carers supporting parents set more goals related to
managing the PLWD's self-care, probably reflecting the challenges in
addressing self-care needs when not coresident. Further analysis could
directly explore how goals varied between carers who lived with, and
separately to, the PLWD.

This paper describes goals that were realistically achievable by
NIDUS-family, a psychosocial support intervention. These were dif-
ferent from those set, for example, in drug trials, which usually focus
on improving cognition directly. We found consistency between pan-
demic periods with varying restrictions, demonstrating GAS’s flexibility
across contexts. Nonetheless, the feasibility of goal setting in other
settings, and in other countries, may differ. We manualized the GAS
training to maximize reliability but further work to develop standard-
ized training and methodologies for GAS goal setting in this population

would support its implementation in dementia care.

5 | CONCLUSION

Nonclinical facilitators were effectively trained and supported to set
GAS goals. This approach to goal setting is potentially scalable within
clinical practice, and useful in intervention trials to facilitate person-

centered, holistic dementia care.
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