Chapter 19

Teaching and Supporting Clients
with Dementia and Their Caregivers
in Daily Functioning

Maud J.L. Graff

Look, he is happy doing the gardening by himself with these
adaptations. Now, I don't feel helpless anymore and I have
time to do my own activities.

—A caregiver wife

Abstract Community-based occupational therapy for clients with dementia and their
caregivers is a client-centered and family-centered intervention that enables clients
with dementia to participate in meaningful activities of daily living (ADL) in their
own environment. It enables caregivers to support these clients in ADL and reduce
the caregiver’s burden. Occupational therapists (OTs) achieve this outcome first by
analyzing the life stories and the needs and motivations for meaningful daily activities
of these clients and their caregivers in the past and present, second by enabling clients
with dementia to do meaningful activities in ways that will enhance their ability to
participate by using strategies to compensate for their cognitive decline, and thirdly
by modifying the client’s environment to better support participation. Caregivers are
trained in supervision and problem solving and in using cognitive and behavioral
strategies to change their coping behavior and reduce their burden of care.
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Definition

Dementia is a chronic and degenerative disease that causes disorders of memory;
behavioral problems; and loss of initiative, of independent functioning in daily
activities, and of participation in social activities. These problems (1) decrease the
well-being of people with dementia and their caregivers (Graff et al., 2007), (2) put
pressure on family and friends’ relationships (Coen, 1998; Graff et al., 2006a,b;
Jepson et al., 1999) and (3) cause high health-care costs.

Community-based occupational therapy for clients with dementia and their
caregivers is a client-and-caregiver-centered intervention. The intervention enables
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clients to participate in meaningful activities of daily living (ADL) in their present
environment and helps caregivers to support these clients with dementia in these
activities and reduce their caregiver burden. These definitions follow the World
Federation of Occupational Therapists (WFOT, 2004), the Canadian Association
of Occupational Therapists (CAOT, 2008), the consensus of guidelines of this
community-based occupational-therapy program (Graff et al., 1998, 2000, 2003,
2006b; van Melick et al. 1998, 2000), and the Dutch Foundations of Occupational
Therapy (Kuijper et al., 2006).

Development of the Intervention

This client-caregiver—centered intervention (van Melick et al., 1998, 2000) was
developed in 1996 to 1998 by a workgroup of occupational-therapy experts in a
consensus process (Graff et al., 1998, 2000). Its feasibility was tested (Graff et al.,
1998, 2000), and the contents and process of community occupational therapy were
identified through a qualitative case-study analysis (Graff et al., 2006b).

Purpose, Rationale, and Objectives

The intervention is directed to clients with dementia and their caregivers. The focuses
are on conducting optimal adaptation of the limitations caused by the dementia clients’
cognitive decline. The aims are improvement of problem- solving and coping behavior
and maintenance of skills that enable clients to participate in meaningful everyday
activities. The aims for the caregivers are to give them support and to facilitate their
burden so that they in turn encourage the clients’ participation in meaningful ADL.
The intervention goals are based on the needs, interests, beliefs, habits, and roles of
both clients and caregivers. This intervention approach is based on the model of
human occupation (MOHO) (Kielhofner, 2007) and narrative methods (Hasselkus,
1990; Riopel-Smith and Kielhofner, 1998). Here, information originating from
clients’ and caregivers’ stories, beliefs, needs, interests, habits, roles, norms, and
goals are interpreted for use in the goal-setting and intervention processes.

Method

Candidates for the Intervention

The intervention is directed at all people with mild to moderate dementia (Mini—-Mental
State Examination [MMSE] score of 10 to 24) (Folstein et al., 1983), who are living
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in the community, and at their caregivers (partners, family members, neighbors,
or friends) who support them at least one day a week, or at people living in homes
for the elderly.

Epidemiology of Dementia and Caregiving

Dementia is one of the three major diseases that make the largest demands on health
care (Meerding et al., 1998; Wimo et al., 1998, 2003, 2006), and is a major cause
of disability and care burden in the elderly (Jonsson et al., 2006).

The world prevalence of dementia has recently been estimated at 24.3 million
people. This is expected to double over the next 20 years (Ferri et al., 2005). In
2002, in the Netherlands, nearly 1% of 65-year-olds suffered from dementia. This
percentage rose with increasing age to around 40% in people aged 90 and over. In
2050, it is predicted that 2.2% of 65-year-olds will suffer from dementia. Older
people with dementia (age >65 years) are mostly women (80%). Of the younger
people with dementia (age <65 years), the mean age is 59 years; here 50% are men
and 50% are women (Dutch Health Council, 2002).

In 2003, dementia was responsible for 5.3% of the total health care costs, which
was 14% of the age-specific total costs for people aged 75 to 84 and 22% for people
aged 85 and older (Sobbe et al., 2006). In 2002, 39% of dementia patients needed
continuous care, 38% needed home care daily, 23% needed home care occasionally,
and 60% of community- dwelling dementia patients had a need for daily or continu-
ous care.

In the Netherlands, there are 3.73 million caregivers. Most are the partners
(70%) or daughters (28%) of people with dementia. About 750,000 people deliver
care for more than 8 hours per week and for longer than 3 months, and 150,000 to
200,000 caregivers report a very high burden of care (Raad voor de Volksgezondheid en
Zorg, 2006). Therefore, it is important to implement effective and efficient health
care interventions that increase the independence and well-being of people living
with dementia, decrease caregiver burden, and permit a more efficient use of scarce
health care resources (Karlsson et al., 1998).

Settings

Occupational therapy aimed at clients with dementia and their caregivers is
conducted at the client’s home, in a community-based occupational therapy
programs, or in a nursing home (Graff et al., 2006b, 2008; Kenens and Hingstman,
2003). Referrals to occupational therapy are made from outpatient services,
memory clinics, hospitals, nursing homes, homes for the elderly, outpatient mental
health services, and community health services, and by general practitioners.
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The Role of the Occupational Therapist in Applying
the Intervention

With this client-caregiver—centered intervention, the caregiver acts as the expert of
his own caregiving situation. In such an extensive, interactive, and complicated
intervention situations, the OT has different roles for different intervention approaches.
The OT has the role of a supervisor and teacher when the cognitive and behavioral
approach is conducted, and fulfills the role of a coach and a consultant when acting
together with the caregivers and the team members.

Results

Clinical Application

Both clients and caregivers are actively involved in this process.

The Diagnostic Phase

This phase is conducted by performing interviews with the dementia client and
the caregiver. Narrative techniques are used, such as the Occupational Performance
History Interview (OPHI; Kielhofner et al., 1998; Riopel-Smith and Kielhofner,
1998) and the Ethnographic Interview (Hasselkus, 1990). The stories of both the
client and the caregiver are analyzed in relation to needs, interests, beliefs, habits,
roles, and motivation for meaningful activities. The process is completed with the
clients’ and the caregivers’ expressed desire to choose and prioritize their most
important problems in occupational performance. Each one of these interviews is
interpreted together with the story of the OT.

The story of the OT is based on the observations of (1) the clients’ skills in performing
meaningful ADL, (2) caregivers’ skills in supporting the clients’ performance, and
(3) the social and physical environment. This phase cover four sessions.

The Goal-Settings Phase

The goals are stated based on the results of the diagnostic phase and in cooperation
with both clients and the OT during one session.

The Intervention Phase

The interventions are tailor-made to each individual client and caregiver’s circumstances
and adapted to their personal abilities and the actual possibility of adapting the social
and physical environment. This phase contains five sessions over 5 weeks.
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The following strategies, or combinations of them, are used:

e The rehabilitation strategy. The clients perform tasks in natural ways and thus
demonstrate their skill levels.

e The cognitive and behavioral strategy. During these sessions, caregivers are
taught how to cope with the clients’ behavior and to solve problems that occur.
Moreover, the caregivers are trained to support the clients’ meaningful tasks.
The aim is to reduce the caregivers’ burden of care and to improve caregivers’
participation in their own meaningful activities. The caregivers learn about the
clients’ disease and behavior, technical skills (task simplification and communi-
cation skills), problem solving, and home modification skills.

* The compensation strategy includes the clients learning how to use strategies, such
as verbally rehearsing sequential steps, which compensate for their cognitive
decline. For example, the OT teaches a client with dementia how to perform one of
the gardening activities by using appropriate strategies such as first saying the steps
that will be performed during this activity, accordingly looking around for environ-
mental adaptations and instructions, and listening to verbal cues of the caregiver,
and making use of these environmental adaptations, cues, and instructions.

e The OT conducts environmental adaptations, such as simplifications in the envi-
ronment with the use of visual or hearing memory aids and written sequential
task plans.

The Intervention Eases Impairments, Activity Limitations,
and Participation Restrictions

The effect of occupational therapy should be based on its quality, that is, on whether
or not a goal is reached. For example, if the client is able to perform only one
meaningful activity several times a week, this result may improve the client’s occu-
pational performance and participation in ADL, and increase his or her and or the
caregiver’s quality of life, mood, and well-being (Graff et al., 2006b).

Evidence-Based Practice

Outcomes of this client-caregiver—centered intervention are diverse, client-driven,
and measured in terms of participation in ADL, competence, or satisfaction derived
from participation.

This client-caregiver—centered community occupational therapy program was
evaluated in a pilot study that assessed its quality and practical usefulness (Graff et al.,
1998, 2000). The caregiver role was identified by describing the process and contents
of program (Graff et al., 2006b).

The effectiveness of community-based occupational therapy for older people
with dementia and their caregivers (n=135) was effective in improving the
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participants’ daily functioning (skills and need for assistance), mood and quality of
life, and the caregiver’s sense of competence (Graff et al., 2006a, 2007). The results
were supported by Gitlin et al. (2001, 2005) and by Steultjens et al. (2004).

Moreover, community-based occupational therapy was found to be cost-
effective (Slobbe, et al., 2006; Graff et al., 2008) in terms of improvement in cli-
ents’ skills in daily functioning, a decrease in the need for help, and an increase in
the feeling of competence in the caregivers (Graff et al., 2008).

References

Canadian Association of OTs (CAOT) Web site. (2008). The definition of the CAOT.

Coen, J. (1998). Dementia and caregiving. J Health Gain, 2, 5-6.

Dutch Health Council. (2002). Gezondheidsraad. Rapport: Dementie [Report: Dementia]. Den
Haag: Gezondheidsraad, publication No. 2002/04 [in Dutch].

Ferri, C.P., Prince, M., Brayne, C., et al. (2005). Global prevalence of dementia: a Delphi consen-
sus study. Lancet, 366, 2112-2117.

Folstein, M.E., Robins, L.N., and Helzer, J.E. (1983). The mini-mental state examination. Arch
Gen Psychiatry, 40(7), 812.

Gitlin, L.N., Corcoran, M., Winter, L., Boyce, A., and Hauck, W.W. (2001). A randomised, con-
trolled trial of a home environment intervention: Effect on efficacy and upset in care givers and
on daily functioning of persons with dementia. Gerontologist, 41, 4—14.

Gitlin, L.N., Hauck, W.W., Dennis, M.P., and Winter, L. (2005). Maintenance of effects of the
home environmental skill-building programme for family care givers and individuals with
Alzheimer’s disease and related disorders. J Gerontol A Biol Med Sci, 60, 368-374.

Graff, M.J.L. (1998). Onderzoeksrapport: Het ontwikkelen en testen van de standaard ergotherapie
voor de diagnostiek en behandeling van geriatrische patiénten met niet-ernstige cognitieve stoor-
nissen [Research report: the development and testing of a guideline for the occupational therapy
diagnosis and treatment of older persons with non-severe cognitive impairments]. Nijmegen:
UMC St. Radboud [in Dutch].

Graff, M.J.L., Adang, E.M.M., Vernooij-Dassen, M.J.M., et al. (2008). Community occupational
therapy for older patients with dementia and their caregivers: a cost-effectiveness study. BMJ,
336, 134-138. BMJ online 2008; doi:10.1136/bmj.39408.481898.BE.

Graff, M.J.L., and van Melick, M.B.M. (2000). The development, testing and implementation of
an occupational therapy guideline. The guideline for the OT diagnosis and treatment of older
persons with cognitive impairments. Ned Tijdschr Ergother, 28, 169-174 [in Dutch].

Graff, M.J.L., Vernooij-Dassen, M.J.EJ., Hoefnagels, W.H.L., Dekker, J., and de Witte, L.P.
(2003). Occupational therapy at home for older individuals with mild to moderate cognitive
impairments and their primary caregivers: a pilot study. Occup Ther J Res, 23, 155-164.

Graff, M.J.L., Vernooij-Dassen, M.J.M., Thijssen, M., Dekker, J., Hoefnagels, W.H.L., and
OldeRikkert, M.G.M. (2006a). Effects of community occupational therapy in patients with
dementia: A randomised controlled trial. BMJ, 333, 1196; BMIJ online 2006, doi:10.1136/
bmj.39001.688843.BE.

Graff, M.J.L., Vernooij-Dassen, M.J.E.J., Zajec, J., OldeRikkert, M.G.M., Hoefnagels, W.H.L.,
and Dekker, J. (2006b). Occupational therapy improves the daily performance and communi-
cation of an older patient with dementia and his primary caregiver: s case study. Dementia, 5,
503-532.

Graff, M.J.L., Vernooij-Dassen, M.J.M., Thijssen, M., Dekker, J., Hoefnagels, W.H.L., and
OldeRikkert, M.G.M. (2007). Effects of community occupational therapy in care givers of
patients with dementia: a randomised controlled trial. J Gerontol Med Sci A, 62(9),
1002-1009.



19 Teaching and Supporting Clients with Dementia 223

Hasselkus, B.R. (1990). Etnografic interviewing: A tool for practice with family caregivers for the
elderly. Occup Ther Pract, 2, 9-16.

Jepson, C., McCorkle, R., Adler, D., Nuamah, I., and Lusk, E. (1999). Effects of home care on
caregivers’ psychosocial status. Image J Nurs Sch, 31, 115-120.

Jonsson, L., Eriksdotter Jonhagen, M., Kilander, L., et al. (2006). Determinants of costs of care
for patients with Alzheimer’s disease. Int J Geriatr Psychiatry, 21, 449-459.

Karlsson, G., Wimo, A., Jonsson, B., and Winblad, B. (1998). Methodological issues in health
economic studies of dementia. In: Wimo, A., Karlsson, G., Jonsson, B., and Winblad, B., eds.
The Health Economics of Dementia. Chichester: Wiley.

Kenens, R.J., and Hingstman, L. (2003). Cijfers uit de registratie van ergotherapeuten [registration
of occupational therapists] 2002. Utrecht: Nivel.

Kielhofner, G. (2007). Model of Human Occupation: Theory and Application, 4th ed. Baltimore:
Williams & Wilkins.

Kielhofner, G., Malisson, T., Crawford, C., et al. (1998). A User’s Manual for the Occupational
Performance History Interview (version 2.1). Chicago: University of Illinois.

Kuijper, C., de Vries-Kempes, W., and Wijnties, M. (2006). Hoofdstuk 5: Betekenisvolle deel-
name van alledag: Wonen, werken en vrije tijd. [Meaningful participation in daily life: living,
work and leisure time.] In: Kinébanian, A., and Le Granse, M, eds. Grondslagen van de ergot-
herapie, 2e druk [Foundations of occupational therapy.] Maarssen: Elsevier gezondheidszorg
[in Dutch].

Meerding, W.J., Bonneux, L., Polder, J.J., Koopmanschap, M.A., and van der Maas, P.J. (1998).
Demographic and epidemiological determinants of healthcare costs in Netherlands: cost of
illness study. BMJ, 317, 111-115.

Raad voorde Volksgezondheiden Zorg (RVZ). (2006). Arbeidsmarkten zorgvraag. Achtergrondstudies
[Labour Market and Care Demand. Background Studies.] Den Haag: RVZ.

Riopel-Smith, R., and Kielhofner, G. (1998). Occupational Performance History Interview II.
Chicago: University of Illinois.

Slobbe, L.C.J., Kommer, G.J., Smit, J.M., Groen, J., Meerding, W.J., and Polder, J.J. (2006).
Kosten van Ziekten in Nederland 2003 [Costs of Illnesses in The Netherlands 2003]. Bilthoven:
RIVM, [in Dutch].

Steultjens, E.M.J., Dekker, J., Bouter, L., Jellema, S., Bakker, E.B., and vandenEnde, C.H.M.
(2004). Occupational therapy for community dwelling elderly people: A systematic review.
Age Ageing 33, 453-460.

van Melick, M.B.M., and Graff, M.J.L. (2000). Ergotherapie bij geriatrische patiénten. De stand-
aard voor de ergotherapeutische behandeling van geriatrische patiénten met niet- ernstige
cognitieve stoornissen. Ned Tijdschr Ergother, 28, 176-181.

van Melick, M.B.M., Graff, M.J.L., and Mies, L. (1998). Standaard ergotherapie voor de diagnos-
tiek en behandeling van geriatrische patiénten met niet-ernstige cognitieve stoornissen [A
guideline for the OT diagnosis and treatment of older persons with cognitive impairments.]
Nijmegen: UMC St. Radboud, [in Dutch].

Wimo, A., Jonsson, B., Karlsson, G., and Winblad, B. (1998). Health economics approaches to
dementia. In: Wimo, A., Karlsson, G., Jonsson, B., and Winblad, B., eds. The Health
Economics of Dementia. Chichester: Wiley, 1998.

Wimo, A., Jonsson, 1., and Winblad, B. (2006). An estimate of the worldwide prevalence and
direct costs of dementia in 2003. Dement Geriatr Cogn Disord, 21, 175-181.

Wimo, A., Winblad, B., Aguero Torres, H., and von Strauss, E. (2003). The magnitude of demen-
tia occurrence in the world. Alzheimer Dis Assoc Disord, 17, 63-67.

World Federation of OTs (WFOT). (2008). Web site: the definition of the WFOT of 2004.





