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Objective. This pilot study explored occupational therapists
perceptions of their roles as interventionists providing edu-
cation and support for caregivers of persons with dementia.
The intervention was provided in caregivers homes as part

of a larger funded study.

Method. Interviews were conducted with four occupa-
tional therapists to elicit their reflections on practice and
their views on occupational therapy services on the basis of
their experiences providing support and education for care-
givers in the funded study.

Results. Key themes consisted of the contrasts between
the therapists’ roles in the study and their customary prac-
tices and the professional and personal impact of their role
in the study. Their recommendations for occupational ther-
apy services emphasized the need to (a) collaborate with
patients, families, and other health care staff members to
solve problems; (b) acknowledge others as experts; (c)
include family perspectives; and (d) fully address the needs
of patients and families in their home environments.

Conclusion. Providing support and education for
caregivers in the community can be a major transition for
therapists accustomed to practicing in more traditional set-
tings. Additional research is needed to explore the ways in
which specific practice contexts influence delivery of occupa-
tional therapy services.

Toth-Cohen, S. (2000). Role perceptions of occupational thera-
pists providing support and education for caregivers of persons with

dementia. American Journal of Occupational Therapy, 54, 509-515.

s occupational therapy practice moves away from
expert roles in traditional hospital settings toward
consultative and educational roles in the commu-
nity (Devereaux, 1991), occupational therapists must
develop skills and knowledge to support their work in com-
munity practice (Baum & Law, 1998; McCall, 1998).
Ethnographic principles represent a source of knowledge
that can inform and support performance of educational
roles in practice. Gitlin, Corcoran, and Leinmiller-
Eckhardt (1995) identified specific ways in which ethno-
graphic principles can be used effectively. They described
an educational program in which occupational therapists
used four key ethnographic principles to understand fami-
ly caregivers’ perspectives: (a) identify an informant in the
home, (b) use an emic approach, (c) engage in self-reflec-
tion, and (d) develop a framework for interpreting infor-
mation. By applying these principles, occupational
therapists learned to collaborate with caregivers to develop
interventions that fit within the family system of values and
beliefs.
In addition to factors that support performance of
educator roles in the community, factors that limit the per-
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formance of educational roles include the perception of
one’s professional roles and definitions of “real practice” in
the cultural world in which intervention is typically pro-
vided (Lawlor & Mattingly, 1998). For example, occupa-
tional therapists who work in settings that focus solely on
providing care to patients may not view caregiver education
as legitimate practice. Studying the experiences of occupa-
tional therapists who have provided support and education
for caregivers in the community may help to better under-
stand the essential skills, knowledge, and attitudes required
to perform such services. Such a sample of occupational
therapists was available for study. They had been part of a
larger study funded by the National Institute on Aging
(NIA) that evaluated the feasibility of providing five home
sessions of occupational therapy for 202 caregivers of per-
sons with dementia of the Alzheimer’s type (DAT). This
study has been described elsewhere (Gitlin & Corcoran,
1996; Gitlin et al., 1999). The collaborative approach used
in the larger study was based on the four ethnographic
principles described by Gitlin, et al. (1995) and involved
helping the caregivers develop strategies to manage the
daily care of persons with DAT in their home.

The current study explored the occupational thera-
pists’ perceptions of their work in providing support and
education for the caregivers and their insights for commu-
nity practice. The research questions were: How did thera-
pists who collaborated with caregivers to provide support
and education in the community view their roles? How did
their practice in this new role differ from their customary
practice? What insights from their work did the occupa-
tional therapists believe could benefit other occupational
therapists in clinical practice?

Method

The pilot study used qualitative methodology and involved
four of the nine occupational therapists who had partici-
pated as interventionists in the larger study. All four partic-
ipants had baccalaureate degrees in occupational therapy
and worked concurrently as occupational therapists in
other clinical settings. Two participants worked in hospi-
tals, one worked in an outpatient rehabilitation center, and
one worked in an extended care facility. Participants’ levels
of clinical experience ranged from 7 years to 18 years.

Data Collection

Data were collected via interviews. Participants were ini-
tially interviewed in person for approximately 1 hr to elic-
it descriptions of their work with caregivers and to discuss
contrasts between this role and their customary role.
Participants were also asked to share insights from their
work with caregivers that they believed would benefit other
occupational therapists.

All initial interviews were audiotaped and transcribed
verbatim. The interviews were then entered into qualitative
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research software (QSR NUD*IST, Version 3.0, 1995) as
documents that were coded and analyzed. To support trust-
worthiness of findings (Lincoln & Guba, 1985), work
sheets detailing tentative themes derived from the initial
interviews were mailed to participants 6 months after the
first interview. Follow-up telephone interviews lasting 20
min to 30 min were conducted with all participants
approximately 10 days after the work sheets were mailed.
These follow-up interviews served as a means of member
checking in which participants commented on the accura-
cy and comprehensiveness of the themes. Revisions to
themes based on participants’ comments were made during
the follow-up interview. An additional means of ensuring
credibility of study findings was the participants’ review of
an early draft of the present article.

Data Analysis

Primary data analysis methods consisted of concept maps
(Miles & Huberman, 1994), researcher memoing (Strauss
& Corbin, 1990), and vignettes (Miles & Huberman,
1994). After the first interview, contact summary sheets
(Miles & Huberman, 1994) were developed to assist pre-
liminary analysis (see Figure 1). The broad framework of
the interview schedule (description of role, contrasts,
impact, recommendations) provided a starting point from
which themes were further developed. An initial concept
map was developed to represent the themes from partici-
pants’ interviews, then further elaborated using the display
matrixes of QSR NUD*IST. The concept maps and soft-
ware matrixes enabled sorting of the data and provided a
structure that allowed visual representation of relationships
between the themes. More detailed concept maps were
then developed in response to substantive changes in the
categories. For example, an early concept map showed only
one category of impact on participants related to their par-
ticipation in the funded study. However, subsequent analy-
sis revealed two distinct categories of impact: professional
impact and personal impact. This change was reflected in
later concept maps. The final concept map representing the
end-stage of coding and analysis is illustrated in Figure 2.

Results

Contrasts Between Customary and Collaborative Roles

Participants discussed four themes reflecting contrast
between their typical clinical practice and their interven-
tion in the NIA study: setting, timeline, intervention focus,
and interactions.

Setting. A key contrast between the participants’ typical
practice contexts and their intervention in the study was pro-
viding intervention in the home. Participants reported that
collaboration was a necessity because they were working with
the caregivers in their homes, the caregivers’ domain. Parti-
cipants also believed that the home setting more clearly
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Contact type—Visit

Main issues

available community and family resources.

Information obtained or not obtained on target questions

Other salient, interesting, illuminating, or important aspects of this contact

model of problem solving.
Literature to investigate

Literature on problem solving, particularly within a complex context.

Location—Participant #3’s Workplace

* Strong need for caregivers to recognize that they do not have to do everything themselves; they can and should take “time out” as well as learn to use

* Unique role of occupational therapy in analyzing activities and determining solutions to problems in daily living

Perceptions of collaborative roles *  Helping caregiver (especially men) see that it is ok to use outside resources
*  Really understanding what caregivers go through—the nuts and bolts of their day-to-day existence
Contrast with typical roles *  Takes place in home where there is a structure already in place versus the occupational therapist

establishing the structure
*  Occupational therapist needs to listen more to caregiver
*  Similar to typical role in problem-solving aspect

Helping and limiting factors in collaborative practice ¢  Really listening and showing caregiver a specific strategy or doing it for them initially if they do
not understand
Ways to transform occupational practice *  Need to gain a deeper understanding of families’ values and lifestyles

* Need to be aware of tremendous changes that families undergo when caring for a person with
dementia of the Alzheimer’s type

*  Unique role of occupational therapy in analyzing activities and determining appropriate intervention

*  Need to recognize that you do not have to have all the answers but can problem solve with the caregiver

*  Be prepared to expect the unexpected

Many clear examples of caregivers’ problems and “stuck” points; helpful for considering collaborative problem solving to see whether this fits into an existing

Figure 1. Contact summary form for therapists.

focused their attention on caregivers immediate needs and
helped them to better understand the caregiving situation.

Timeline. The fixed 5-visit timeline was also a con-
trast to usual practice and was viewed as a constraint or
helping factor, depending on the participant’s typical role.
For example, the participant who worked concurrently in
long-term care viewed the five visits as a constraint,
whereas a participant whose usual practice was acute care
saw the five visits as a luxury.

Intervention focus. Focusing intervention on the care-
giver was a notable contrast from the occupational thera-
pists’ customary practice. Participants considered the inter-
vention focus on the caregiver important for two reasons:
(a) They saw caregivers as a neglected population who had
a strong need for intervention, and (b) caregivers had
already faced very difficult situations over time. The care-
givers extensive experience in addressing difficult caregiv-
ing issues often required the occupational therapists to go
beyond simple solutions because caregivers had already
tried and rejected many interventions on their own.

Interactions. Participants emphasized five interrelated
aspects of interaction in their collaboration with caregivers:
(a) listening, (b) viewing the caregiver as the expert or “lay
practitioner” (Hasselkus, 1988), (c) validating the care-
givers efforts, (d) helping the caregiver to transfer existing
strategies to other problem areas, and (e) “reframing”
(Schon, 1987) the caregiving situation.

An intensive form of listening was considered essential

The American Journal of Occupational Therapy

to successful intervention. As one participant stated: “You
really had to listen to what they were saying, or in the end,
nothing you did made any difference.” This type of listen-
ing went beyond attentiveness or use of active listening
strategies, such as restatement and clarification (Davis,
1998). Instead, this form of listening was described as qual-
itatively different than customary modes of listening.
Viewing the caregiver as the expert on the daily care of their
family members made the listening process different. The
occupational therapist became a collaborator in the caregiv-
er's own problem-solving efforts instead of an expert pre-
scribing a solution. However, caregivers sometimes needed
help in seeing themselves as experts. Validating the care-
givers’ strategies became an important intervention strategy.
In many cases, the caregiver had initiated effective strategies
but did not recognize their importance. For example, one
caregiver’s spouse could not dress independently because
this activity was too complex. By spontaneously setting out
his clothes on the bed in an organized way before telling
him to get dressed, she set up a context of cues that facili-
tated his independent dressing. However, the caregiver did
not recognize this as an effective strategy until the occupa-
tional therapist pointed it out. Recognizing the effectiveness
of their own strategies confirmed the caregivers’ efficacy and
enabled them to transfer strategies to other situations.
Reframing the caregiving situation was another strate-
gy that the participants implemented frequently. They
viewed caregivers’ beliefs about their caregiving role as a
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Professional

Personal

e Can target
intervention
more efficiently
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better with
nursing and
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care staff
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tionships

® Emphasis on
living life in the
present
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capable elders

Recommendations

e Use collaborative
problem solving

¢ Release “expert” role
e Ensure that treatment

goes far enough

e Understand family
perspective

e Cultivate flexibility

e

Figure 2. Final concept map.

major block in many instances, so they believed that it was
important to help caregivers see their roles differently. For
example, many caregivers refused to take “time out” from
the caregiving role and believed they had to handle all the
caregiving responsibilities themselves. Helping caregivers
see the caregiving situation in a different way (reframing)
usually included three components: (a) showing caregivers
that it was permissible, even desirable to take time for
themselves, (b) enabling caregivers to release expectations
of themselves and their family member with DAT that no
longer produced positive results, and (c) showing caregivers
a different standard by which to judge the effectiveness of
their strategies.

Reframing caregivers' views toward taking time for
themselves was encouraged by connecting caregivers with
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support systems such as Alzheimer’s and church support
groups. By doing this, the participants conveyed the mes-
sage, “This is okay. You don't have to be here 24 hrs a day.”
Sometimes, caregivers countered this suggestion by stating
that they disliked asking anyone for help, which presented
an opportunity for further reframing. For example, one
participant responded: “You know how good it feels for
you to help somebody. Allow someone else to have that
feeling. Youre not burdening this responsibility on some-
one when you go to a support group or go food shopping,.
You're allowing that person to help you.”

Caregivers also had many expectations of their family
members with DAT that seemed to interfere with their abil-
ity to develop solutions for daily problems. For example,
some caregivers expected the family member with DAT to
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continue to meet customary social standards, such as daily
bathing or weekly church attendance. However, the care
recipients often fought the caregivers attempts to make
them meet these standards. The participants found that
caregivers could manage their caregiving tasks if they were
taught how to reexamine their social standards and person-
al values. This was important because caregivers often con-
tinued to ascribe to standards and values that had negative
effects on them and on the care recipient.

Another component of reframing was to help care-
givers to release expectations of what they considered prop-
er and socially acceptable in their own behavior. For exam-
ple, the participants explained to caregivers that it may not
be desirable to tell the truth to persons with DAT if it pro-
duces agitation (Mace, 1991). They also showed caregivers
that it is acceptable to feel angry at the family member’s
behavior or to consider nursing home placement.
Additionally, the participants pointed out that it is permis-
sible, and even desirable, for caregivers to fulfill their own
needs. They reported that caregivers were often frustrated
when the family member did not respond to the strategies
they used. They thought that the standards by which care-
givers judged the effectiveness of their caregiving were often
too high. Thus, intervention was also directed toward help-
ing caregivers reframe their beliefs about what constituted
success. One participant used the following example:
“When he is incontinent only once a day instead of four
times a day, that’s progress.” Seeing the small successes as
successes and not failures was an important intervention
strategy for these caregivers.

Professional and Personal Impact

Working on the NIA study had an impact on participants
clinical practice and personal lives. Participants reported
that they were better able to target the needs of patients and
families and became efficient in performing this function.
Another impact of this experience was the participants’
improved ability to work with other health care staff mem-
bers, particularly nurses and nursing assistants. One partic-
ipant stated:
It helped me to communicate and collaborate with other people that I
work with [in a nursing home]. The effectiveness of a lot of things that
I do depends entirely on nursing carrying it out. And I really have to
see their perspective. [I arrange] my splint schedules...around the nurs-
ing schedule. There are certain times that it’s not good to be putting

[the splints] on or taking them off. So I really have to see the nurses’
[perspective], just like T had to see the caregivers’.

The personal impact of working with caregivers
included appreciating the spousal relationships of older
adults; valuing life in the present; interacting with many
older adults who were highly competent, intelligent, and
independent; and seeing the caregivers” devotion to their
family members:

You would go [into the home], and there was the person with Alzheimers,
curled up in a fetal position and needing to be tube-fed...and the caregiv-

The American Journal of Occupational Therapy

er was there taking care of him. It was absolutely amazing what they did.

Participants’ Recommendations

The participants had five interrelated recommendations for
other occupational therapists: (a) use and further develop the
skill of collaborative problem solving; (b) realize that you do
not always have to be the expert; (c) ensure that treatment
goes far enough; (d) understand the family’s values and expe-
rience of caregiving; and (e) cultivate flexibility.

Participants saw collaborative problem solving as a skill
that strongly affected their practice long after their experi-
ence in the larger study ended. A key element of the ability
to collaborate with others and arrive at a joint solution was
to recognize that the occupational therapist does not always
have to be the expert. This included willingness to release the
expert role and openness toward others’ contributions:

You have to really be open to what the families and patients can teach
you. So it’s okay not to know all the answers. You need to know where
to find the answers, work with the [patient] to find the answers...know

where to get supervision. But you don’t have to go in with all the
answers.

Releasing the expert role benefited participants’ rela-
tionships with other health care staff members as well as
patients and families. In particular, they noted the value of
working collaboratively with aides and nursing staff to
develop solutions for problems in patient care. These solu-
tions included safe transfer techniques and effective carry-
over for daily tasks. This was similar to their collaborative
work with caregivers; aides and nursing staff frequently ini-
tiated solutions to problems but did not always recognize
the effectiveness of their solutions.

Working in the home over an extended period made
the participants conscious of the many needs and challenges
that caregivers and persons with DAT face. (The five visits
were typically conducted over 4 to 6 weeks.) They became
acutely aware that the view of patients previously available
in their customary practice contexts represented “the tip of
the iceberg” and might not even represent the person’s actu-
al situation at home. For example, one participant reported
that it would be valuable to spend an entire day with a
patient to see his or her whole routine instead of focusing on
smaller chunks of daily activity: “What little bit we see in
rehab may indicate that a client gets tired walking across the
gym floor. But we don't really know if the client can get
from here to the bathroom.”

Ensuring that treatment goes far enough also meant
collaborating with caregivers to develop their own strategies
to meet the challenges of caring for their family member.
Ideally, the caregiver could then apply these strategies to
similar situations. One participant described a caregiver
who she believed received optimum benefit from the inter-
vention because she generalized the skills she had learned
from the occupational therapist: “She was able to take
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those skills and apply them to the next problem that came
up, it wasn' just isolated things she was learning.” For
example, this caregiver could use the activity simplification
skills that the occupational therapist taught her to use for
dressing activities and apply them to feeding activities. The
participant further explained that this caregiver telephoned
long afterward to thank her, stating that she had been able
to keep her husband at home until he died, which may
have been partly because of the educational process she had
gone through with the occupational therapist.

The participants also believed that intervention with
caregivers cannot be effective unless the occupational ther-
apist can work within the family’s system of beliefs and val-
ues. This includes the ability to respect a family’s values and
beliefs and to understand the overall meaning of caregiving
for that particular family (Hasselkus, 1989, 1994).

Participants noted the importance of the home environ-
ment in providing clues to the family’s perspective on care-
giving. They commented that some homes almost looked
like skilled nursing facilities with a hospital bed and other
medical equipment, whereas others showed no obvious signs
that a person with DAT lived there. Family values and the
importance of maintaining a sense of normalcy were reasons
attributed to the latter home environment.

Participants had differing views about whether the
flexibility required for occupational therapy practice is a
skill that can be developed or an innate quality. However,
all participants agreed with the recommendation, “don’t set
things in your mind,” regardless of their views about the
origin of this quality.

Discussion

This pilot study raises questions about the ways in which
practice contexts influence delivery of occupational thera-
py services. Findings support Schell and Cervero’s (1993)
assertion that personal and practice contexts are critical
aspects of clinical reasoning and can change enactment of
occupational therapist roles.

Working in caregivers' homes and focusing interven-
tion on the caregiver appeared to create a practice context
that required collaboration in order to make intervention
effective. Participants had little or no experience working in
patients homes before their involvement with the NIA
grant. Instead, they practiced in settings such as hospitals
and rehabilitation centers where the primary focus is on the
patient and where the home influence on individuals and
families is less immediate. As Rogers (1983) pointed out,
institutional settings can foster vague, “clinic-bound” per-
ceptions that underestimate the influences of the home
environment on the person’s functioning.

The 5-visit timeline also influenced the practice con-
text. The participants may have been better able to focus
their intervention given an adequate but not excessive peri-
od in which to understand caregivers’ perspectives and tar-
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get intervention. Overall, the participants saw this timeline
as an optimal balance between comprehensiveness and effi-
ciency—a balance also valued by consumers of occupa-
tional therapy and by third-party payers (Foto, 1997).

The intervention protocols also directed the partici-
pants to use an ethnographic approach, to jointly deter-
mine priority areas for intervention with caregivers, and to
work collaboratively to achieve the caregivers’ desired out-
comes. Thus, the protocols appeared to foster the interac-
tions that contrasted with participants’ customary practice:
intensive listening, viewing the caregiver as the expert, val-
idating the caregivers’ efforts, helping the caregiver to trans-
fer existing strategies to other problem areas, and reframing
the caregiving situation. In summary, the participants, like
the caregivers they treated, learned new skills and new ways
of conceptualizing their roles.

As Lawlor and Mattingly (1998) asserted, further
research is needed to develop adequate models that reveal
the complexities of practice and the ways in which contex-
tual features can influence clinical reasoning and interven-
tion. This is critical because effective clinical reasoning high-
ly depends on the therapist being able to “read the context”
(Mattingly, 1991, p. 985). Unless the specific influences of
practice contexts are known, their features cannot be fully
analyzed or used to better understand and improve practice.
New methods for examining practice may be needed so that
the many aspects of practice can be fully explored. Such
methods may include a focus on the systems in which occu-
pational therapists practice instead of focusing solely on the
reasoning processes of individual clinicians as the unit of
analysis. Because mental activity highly depends on the con-
text in which it occurs, this is a logical way to approach clin-
ical reasoning (Brown, Collins, & Duguid, 1989; Cole &
Engestrom, 1991; Greeno, 1997; Lave, 1988). Additionally,
a distorted view of individual mental functioning can result
from inattention to the overall system in which cognitive
activity occurs (Hutchins, 1993).

Cultural historical activity theory (Cole & Engestrom,
1991; Engestrom, 1993; Leont’ev, 1978) may provide a
useful framework for analyses of clinical reasoning within
specific practice contexts. This theory proposes that context
is neither a “container” nor solely an experience created by
persons in interaction but by the simultaneous influence of
many aspects. Analyzing these multiple influences may
provide a more comprehensive view of occupational thera-
py practice and better reflect the richness and complexity of
clinical reasoning,

Limitations

As a pilot study that explored the role perceptions of four
occupational therapists working within a specific practice
context, findings may not be transferable to other occupa-
tional therapists in community settings. Other factors that
could have influenced the participants’ perceptions of their
roles and their collaborative skills include educational
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preparation, experience in particular settings that empha-
sized collaboration, and length of time in clinical practice.

Conclusion

Participants’ recommendations for change in occupational
therapy practice emphasize the shift from a prescriptive
approach to a collaborative approach, acknowledgment of
others as experts, inclusion of family perspectives, and
greater attention to the needs of patients and families in
their home environments. This change in practice approach
represented a major shift in focus by all the participants,
despite that they were experienced therapists who had been
specifically trained to use a collaborative approach. The dif-
ficulty in making this shift may be related to the partici-
pants’ customary perceptions, beliefs, and practices of their
roles within institutional and cultural structures in health
care (Lawlor & Mattingly, 1998). Thus, considerable
change in thinking and delivering intervention may be
required by experienced as well as by novice therapists as
they transition from traditional practice contexts to contexts
that require different approaches. Comprehensive training
programs that address occupational therapists’ attitudes and
beliefs in addition to knowledge and skills may be necessary
to facilitate such transitions. A
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