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Administrative Planning, Policies, and Procedures Example 8-1 

Sample Consent Form 

Name of person receiving care Date of Birth 

Caregiver 

I hereby agree to participate and 
allow the above named person to participate in the program of the [name of program] 
as explained to me by the appropriate staff. The program may include collection of 
environmental, developmental, medical, psychiatric, social, and economic information 
by the [name of program] staff. 

I hereby authorize staff of the respite program to administer prescriptions and non- 
prescription medications as medically indicated. 1 also give my permission to the staff 
to call a doctor for medical care for the person named above. It is understood that a 
conscientious effort will be made to locate me or designated emergency contact before 
any action will be taken. 

I hereby request and give consent to the staff of the respite progam for said person to 
receive surgical aid as may be deemed necessary by a duly licensed or recognized physi- 
cian or surgeon in case of an emergency when I or my representative cannot be reached. 

I hereby request and give my consent for [name of program] respite program . to . transport 
my loved one to and from agency facilites and respite locations and on designated field 
trips. I will be notified as to the date and place of each field trip prior to its occurrence. 

Explained by (please print) Position 

Signature of caregiver 

Date Telephone 

ARCH Respite Manual page 143 



Administrative Planr ~ina, Policies, and Procedures Example 

Respite Service Agreement 

1, agree that 

(Caregiver) (Agency name) 

will not be held responsible or liable in any way whatsoever for any incident which 

adversely affects the health, welfare, or safety of 

(Consumer) 

I release the respite program, i ts  providers and administrators, from all liability in the 

provision of such services. By my signature, I also grant permission for necessary and 

required transportation and medical care in an emergency, Including anesthesia, when 

it is  indicated, and admission to a local hospital, when it is deemed necessary by the . 

attending physician. 

In addition, I will not hold the respite program, its providers and administrators, liable 

for any accidental breakage of, in, or on my property, and/or for any incident which 

might be construed as adversely affecting the health, safety, or welfare of others in or 

on my property during the provision of respite care services. 

I acknowledge that I have read, understood, and have received a copy of this agreement and 

have provided full and complete information to the respite program, coordinator, and/or 

care provider. This permission is valid until 

Date Signature of Caregiver/Cuardian 

(Adapted from Benton County Sunshine School, Inc.) 

ARCH Respite Manual page 139 



Administrative Planninq, Policies, and Procedures Example 8-F 

Rules and Procedures 

The following practices are explained to caregivers and to individuals receiving respite 
when they are admitted to the respite program: 

1. The daily schedule 

2. Staff positions and their relationship with Social Services 

3. Caregiver contacts 

4. Behavior management policy 

5. Grievance procedure 

6. Discharge procedure 

7. Hygiene 

8. Any other procedures deemed necessary, including 

The above procedures of the respite program were discussed with me at the time of 
admittance and I understand them. 

Name of person receiving care Date 

Caregiver's Signature Date 

Intake worker's Signature Date 

(Adapted from Parent Resource Center of Dade County, Inc., Crisis Nursery) 

ARCH Respite Manual page 140 
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Staffing Requirements 



















































 
 
 
 
 
 
 

Section IV 
 
 
 

Program/Participant Requirements 







accept such ciients. Such diets shall be served as ordered by the participant's 
physician. Modifid diets shall be in effect for the specified number of days 
indicated in the physician's order. If no time is specified, the period may not exceed 
one (1) calendar year when another order from the physician shdl bc obrained. 

4. Observation. The status of each participant shdl be: observed and documented in the 
participant's rccord at least biweekly by the adult day care program director or other 
designated staff. 

509 PERSONAL SERVICES 

The adult day care provider may offer the following services: 

1. Transportation. If transportation scrvices, are offered, directly or contracted for, the 
facility shall insure that the driver is licensed and that liability insurance is providcd. 
Any charge for transportation must be described to the participant or responsible 
party. AI1 vehicles transporting adult day care participants must have seat 
belts. Participants must wear seat bclis at all times while k i n g  transported. 

2, Counseling services. If counseling services are offered, they shall k provided by 
licensed or certified professional pcrso~el .  



















































































































 
 
 
 
 
 
 

Section V 
 
 
 

Record Keeping Requirements 









 
 
 
 
 
 
 

Section VI 
 
 
 

Facility Requirements 









 
 
 
 
 
 
 

Section VII 
 
 
 

Emergency Management 
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Resources 
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Programming Home-based Activities for People with Dementia: Benefits and Constraints
Robert Neumayer, Suzy Gattuso, Celia Saw and Herbert Jelinek *

One group of older people with disabilities is those affected by cognitive deficits, primarily due to dementia. The
prevalence of dementia is estimated to be 5% in people over 65, and 17% in people over 75 (Brown, 1992). Dementia
is a progressive loss of cognitive abilities; principally memory and language, related to changes in brain structure and
function (Selkoe, 1992). The cause is still a matter of conjecture and diagnosis is not always certain. Treatment of
dementia itself is still in the experimental phase and the main target of health care is to preserve (or increase) the
quality of life of people with dementia and to avoid "excess disability" (Carlson, Fleming, Smith, & Evans, 1995), a
level of poor functioning not necessitated by the primary disorder.

The majority of those affected with dementia live in their own home until a high level of disability affects functions,
such as mobility or bladder and bowel control, to such an extent that the caregiver (often assisted by home-care
services) is unable to manage the disability. In one study of a large sample in the United Kingdom, 57% remained in
the home five years after definite diagnosis (Newens, Forster, & Kay, 1995).

Government policy in Australia favours increased home-based care of people with disabilities, and changes in the
provision of formal aged care (including the increased cost of accessing a nursing home placement), ensures that
people with dementia will also remain in their homes for longer periods of time, as the Australian population itself
ages. Although currently there are funding reductions for support services administered under the community care
programs of the Australian Government, there is a growth in private enterprise provision (Stewart, 1995) and, in the
long term, both government and private provision will increase. However, until recently such support, at least
formally, has targeted personal care. Kocin (1990) has noted, however, that such support may be less important for
caregivers than some kind of therapeutic activities for the person with dementia in the home.

Recreational programs have been identified as particularly important in maintaining quality of life in frail and
dependent older people (Jones, Sloane, & Alexander, 1992) and of benefit to people with dementia (Hamilton-Smith,
Hooker, & Jones, 1992). Such programs also have benefits for the non-pharmacological management of negative
behaviours associated with dementia (Taft & Cronin-Stubbs, 1995). The need for a targeted, individualised leisure
activity program for people with cognitive losses has also been stressed (Garratt & Hamilton-Smith, 1995).

Data on leisure participation by older people shows that their leisure activities tend to focus on home and social
relationships (Lynch & Veal, 1996). There is also a reduced engagement in "active" leisure such as sports and
exercise programs and a general reduction in leisure participation with increasing age (Kelly, 1987; Ross & Hayes,
1988).

Until recently, the meaning of leisure for older adults has been poorly researched, and there is some evidence that
their view of leisure has not been well understood by leisure practitioners and researchers (Dimelow & Howie, 1994;
Earle & von Mering, 1996; Wearing, 1996). Typical activities of older adults (travel, knitting, odd jobs, and
gardening), which are generally not counted among the active leisure pursuits most valued in the leisure industry,
have been identified as protective factors in preventing onset of dementia (Fabrigoule, Letenneur, Dartigues, Zarrouk,
Commenges, & Barberger-Gateau, 1995).

There is a growing provision of recreational opportunities for older healthy and active adults and the recognition of
the need for leisure opportunities in home and institutionally based elders with varying disabilities. In the United
States, for example, home-based leisure programming has been incorporated in educational programs for caregivers
administered by the New York Hospital - Cornell Medical Center (Butin, 1991), a program incorporating therapeutic
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activities by specially trained home-care workers has been evaluated (Kocin, 1990); and the effects of leisure
education program on people who are home-centred have also been determined (Dunn & Wilhite, 1998). In Australia,
however, there is currently no formal provision of leisure opportunities for home-based older adults with disabilities
and their caregivers except at day care centres. Further, only a minority of older adults with disabilities living in the
community access day care.

Reports on the benefit of recreational programs for people with dementia are based largely on institutionalised
approaches and, within this population, results are variable depending on such factors as the progress of dementia,
comorbidity (such as presence of psychotic symptoms), and the benefits of individualised rather than group
programming (Johnson, Lahey, & Shore, 1992; Mills & Coleman, 1994; Namazi & Haynes, 1994; Toughill, 1990).

In developing a comprehensive approach to leisure and dementia, Garratt & Hamilton-Smith (1995) reported that
successful programs have the following features: they are stress-reducing (through social support and interaction);
they provide positive stimulation (through adapted activities related to leisure pursuits the person previously enjoyed);
the leisure therapist engages in communication that assumes the language and behaviour of the person with dementia
are meaningful and strives to communicate in that same framework of meaning; the leisure therapist works in an
effective team (in the community setting, this will also involve working with the caregiver and perhaps community
support services); and the program philosophy is that of validation, accepting and valuing the world of the person
with dementia as a real world. The essence of such programming (and one which has guided this research) is a
recognition that: "The most central characteristic of dementia is that those affected by it construct their own reality
and state of being, retaining various strengths and resources, even though this reality may not be immediately
accessible to others" (Garratt & Hamilton-Smith, 1995, p.81).

Garratt and Hamilton-Smith (1995) point out that some stress is useful and necessary for everyday functioning and
that, in the case of a person with dementia, activities broadly described as leisure are the focus for stimulating the
person to an optimal level. Some traditional approaches to therapeutic recreation are not always effective in dementia
however:

One of the traditional approaches was to offer a range of activities each day and by trial and
error try to find which activities suited which resident; another was to compile a "leisure
profile" for each resident and build their program of activities around what they used to do in
their leisure. Both of these are well intentioned efforts to provide an interesting pattern of
daily activities for every resident, but both are likely to miss the point, simply because the
chosen activities may be irrelevant to the resident's current reality.  (p.93)

The nature of dementia-and the reconstructed reality of the person with this disability - means that there needs to be
an individualised program of recreational activities based on cooperative planning by the worker and the family
caregiver, rapport and communication with the person with dementia, and responsive, creative, and fluid planning of
recreational activities. A strict protocol will miss the point as the needs of the person with dementia can change from
day to day and even within a therapeutic session. Communicating with the person with dementia and the family
caregiver enables support workers to understand what is meaningful within the altered reality of the person with
dementia.

In the enmeshed and stressed environment of home-based care the creation of a particular reality may be said also to
be typical of caregivers, as part of the observed general simplification of life for themselves and their relatives
(Mobily & Hoeft, 1985). 

The greater part of home-based management of dementia falls on family members of the person with dementia. Since
this care is, for many, a source of great stress (Haley & Pardo, 1989; Zarit, Todd & Zarit, 1986) and reduced social
interaction (Keller & Hughes, 1991), the caregiver may also be described as disabled, socially, and emotionally.

While there is a well developed program of self-help support groups targeting caregivers of people with dementia,
many caregivers do not access such groups. Weinblatt and Navon (1995) have identified attitudes in caregivers of
people with dementia that present barriers to self-care, including participation in leisure activities. These include an
enmeshment in care-giving activities and an anxiety about being away from their disabled relative, linked to a fear
that, in their absence, the relative may die. Although rest and respite are frequently identified as the most pressing
needs for caregivers (Mobily & Hoeft, 1985), taking opportunities for self-care and recreation, which entails absence
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from the person with dementia, will rarely be a high priority for many caregivers because of their devotion to care. In
the United Kingdom study referred to previously, 63% of caregivers in the study were offered respite, yet almost a
third refused such help (Newens, Forster & Kay, 1995).

Thus, leisure activity programming for home based people with dementia needs to take account of the reticence of
many caregivers to engage in activities which they see as detracting from their primary focus of care for their
relatives. Programs need to ensure that leisure activities can be engaged in within the context of care (Keller &
Hughes, 1991) as defined by the caregiver. Programs that do not require the person with dementia or the caregiver to
engage in leisure outside the home or that create opportunities for leisure in parallel for both are likely to be more
successful (Bedini & Bilbro, 1991; Bedini & Guinan, 1996). It is important to stress, however, that parallel should not
mean togetherness:

The demands of care-giving are so staggering and the guilt so frequent that the family looking after its demented
member at home has little need for an artificial play together standard (Mobily & Hoeft, 1985, p.67).

The key role of activity therapist as companion has been identified, with benefits similar to formal counseling,
through non-directive but supportive engagement with the family (Carlson et al., 1995).

The aims of this research were to document the experiences of non-institutionalised people with dementia and their
caregivers who become involved in a home-based leisure activities program; to examine the constraints and
opportunities of the program; and to assess the engagement of participants in leisure activities provided and the
relationship of such engagement to the quality of life of the participants. Engagement is defined (after Conroy,
Fincham & Agard-Evans, 1988) as direct involvement in a purposeful activity and/or social interaction or attending to
another person's purposeful activity or interaction. Because the study examines an area of leisure practice poorly
researched, and because of limitations in accessing people with dementia in the community not actively involved in
leisure through day care (see below), an action research design was chosen, with the intention of providing
meaningful activities and support for participants while collecting research data at the same time. Information from
three of the eight dyads involved is presented here, using a case study approach (Yin, 1989) similar to that used in a
study by Weinblatt and Navon (1995).

Methodology
The project addressed the continuing need to maintain a good quality of life for home-based people with dementia and
their caregivers by implementing a leisure/ activity program. The goal was not only to gain research specific
information but also to benefit the participants by offering a leisure/activity based program.

The primary leisure focus was related to the needs of the person with dementia, and no formal program was devised
for the caregiver. However, the caregiver was offered nonspecific support and respite (while the leisure therapist
worked with the person with dementia), and, if initiated by the caregiver, information and counseling was provided to
discuss options for the care and stimulation of the person with dementia and for the survival of the caregiver.

Selection of participants
The person with dementia was identified by the Regional Aged Care Assessment Team (ACAT) in the rural
community of Albury-Wodonga, Australia. In the Australian context, these teams are vested with the responsibility
for diagnosis and assessment of older people with acquired later-life disabilities. The service conducts diagnostic
examinations which include mental status and activities of daily living. By the time a family is referred to the team
(by the general practitioner), dementia is generally advanced beyond the early stages, as practitioners are reluctant to
label people as having dementia until the presentation becomes quite clear. ACAT approached people with dementia
who were co-resident with a family caregiver about the proposed research and referred those who expressed interest
in the study to the research team.

Twenty-four families gave consent to be contacted by the research team with the aim to participate in a leisure
activities program. All possible participants were initially contacted by phone and an appointment made to clarify the
aims and scope of the study. Locating participants proved difficult and some potential participants withdrew from
consideration for the program because of illness, institutionalisation, or in some cases death. The final group of
participants for this study consisted of eight people with dementia and their main caregivers.

Procedures and role of the recreation specialist
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Two women in their fifties facilitated individualised leisure activity programs for people with dementia, with the
support of their caregivers. Several visits were required to obtain an overall understanding of the needs of both the
people with dementia and their caregivers. Throughout the study all participants were visited regularly (once or twice
a week) by home-care recreationists (the term applied for the activity officers in this study) and phone contact
maintained (at least once a week). The time of day the visits took place depended largely upon the individual schedule
and needs of the caregiver. The programs included active listening, reminiscing, and general talking with people with
dementia. Other valuable activities included knitting, walking, shopping, viewing of family photographs, telling
stories, and preparing food. Active listening, advocacy, and addressing daily concerns of the caregivers as they
adjusted to the changing roles they had with the person with dementia became a major role of the home-care
recreationists. Some referrals to alternative care opportunities and support were also facilitated by the home-care
recreationists.

The two women employed for this project brought different skills and abilities to the job. One home-care recreationist
was more experienced in counseling having a psychology and social welfare background. The other home-care
recreationist was qualified in developing a variety of activities for her participants as she was regularly employed by
home care services for older adults. The main author, an experienced worker in the leisure and health field, especially
in the area of disability, provided necessary supervision and training  to the home-care recreationists in order for them
to deliver appropriate activity programs. The training involved assist ing the home-care recreationists to develop skills
in leisure education, leisure counseling, and delivering activity programs. Such supervision and training is essential in
the innovation of practice. Both home-care recreationists had prior experience in working with people with dementia.

The program lasted nine months followed by a debriefing session. The debriefing session was attended by the
research team, including the home-care recreationists, and six of the eight caregivers who participated in the study.
This session proved valuable to all participants as it allowed the caregivers to share some of their experiences with
each other and the research team benefited by gaining some additional information about the value of the program.

Because of the various levels of dementia of the participants, a loosely structured program was required and a flexible
approach to participant needs was implemented supporting the guidelines of Garratt and Hamilton-Smith (1995). The
home-care recreationists kept field notes of their visits and met regularly with the research team to discuss each
participant's progress in the program developments. Members of the research team interviewed the caregivers and the
people with dementia at the beginning and end of the program.

Because of the exploratory nature of the research and the evidence that "best practice" in the provision of leisure for
people with dementia required an evolving and fluid strategy (an action research strategy) where the worker's creative
responsiveness to moment-to-moment changes in needs and capacities of the client become a central focus, it was
decided by the research team to base evaluation of the program on field notes taken by the home care recreationist.
These notes included information on what activities were undertaken, the reactions of the person with dementia, and
judgments as to the contribution of the activities to that person's well-being. It is acknowledged that such subjective
evaluations fall short of systematic evaluation; they resemble rather strategies used in participant observation research
(Spradley, 1980) , which the researchers considered a useful approach at such a preliminary stage of investigation.
These field notes then became the basis for consultations between the chief investigator and the home-care
recreationists about what was happening and what strategies might prove useful in future sessions.

Findings
The results were collected from the field notes of the home-care recreationists, and participant interviews were
combined and analysed by the project coordinator and research team. Observational and interview data are
summarised in the three case studies that follow of the eight obtained. In the discussion, the main themes of the case
studies are highlighted and recommendations made both for practice and for further research.

Case Study 1: Laurie and Bert (caregiver)

Laurie and Bert are a married couple in their 50s with two children and one granddaughter. Laurie has acquired early
onset dementia from a series of strokes. According to Bert, Laurie has always been a shy, reserved person, generally
suspicious of strangers, and has seldom invited people into her home. Bert has many outside interests and is
self-employed. He often took Laurie to work with him as she refused most outside assistance. Laurie reluctantly
attended day care several times a week.
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Laurie was initially reluctant to allow the home-care recreationist in  the house, but with the assistance of Bert, Laurie
eventually accepted the visits and actually came to enjoy them. The home-care recreationist would take Laurie
flowers (helping her to get into the home) and did a variety of activities including going out to lunch, making several
gifts for Laurie's granddaughter, watching television, reading poetry, hand massage, and walks. Laurie became quite
close to the home-care recreationist and Bert believed that the visits provided Laurie with much needed stimulation
and companionship. Towards the end of the visits, Laurie showed increasingly more emotion and began crying and
asking for cuddles from the home-care recreationist when she was about to leave.

When the project began, Bert was unaware of many outside services and stated that the home-care recreationist aided
him in learning to access other assistance programs as well as introducing other people to Laurie who could come into
the home on a regular basis to assist in various capacities. Bert appreciated the respite he received from the home-care
recreationist and it allowed him time to work in his shop with the assurance that Laurie was safe at home. Bert was
preparing to place Laurie in a nursing home as her personal hygiene needs constant attention. Bert is also ready to
engage in a variety of new activities in his life which will not include Laurie. Through this project and the local
support group, Bert actually developed a friendship with another caregiver who was also in this project and in a
similar situation with his wife.

Case Study 2: Sarah and Melanie (caregiver)

Sarah (in her 80s) is living with her daughter (Melanie) who is her caregiver. Sarah's husband was living in a nursing
home and she and her daughter visit her husband daily (he died towards the end of this program).

Sarah is generally a happy person and enjoys outings. Melanie felt she  had little choice in becoming the caregiver and
has moved from another town to live and care for her mother. Melanie receives little respite and said that she gets
very emotionally tired. She has little time or energy for outside activities other than caring for her mother and visiting
her father.

Although initially suspicious of the home-care recreationist's visits, Sarah came to enjoy them and the stimulation
they offered. She participated in a variety of activities including reminiscing, crossword puzzles, poetry, singing,
knitting, and some craft projects. Sarah had some negative feelings about being alive ("I am too old, good for nothing,
and should be dead") and during the activities was allowed to express her concerns to the home-care recreationist. The
activities decreased tension in Sarah and increased her relaxation and ability to converse. Melanie was initially
reluctant about leaving Sarah alone with the home-care recreationist but in time became willing to do so. Both
participants appeared to benefit from the home-care recreationist's visits, as Sarah's reminiscing and conversing
helped her to relax, and Melanie had the opportunity to discuss various issues and received added support concerning
her situation as a caregiver. At the end of the program, Melanie said she would have been willing to personally pay
the home-care recreationist to continue coming. In this instance, the home-care recreationist was hired by a
community care program to continue providing this service.

Case Study 3: Ben and Bonnie (caregiver)

Ben (in his late 70s) lived with his wife Bonnie and had just recently been diagnosed with dementia. This was very
disconcerting for Ben as he knew his lifestyle was changing and he stated there was now "no chance to grow old
gracefully." Ben considered himself to be an independent and private person and also to be a deep thinker and good at
solving problems. Bonnie said that Ben has been the boss in the family who made all the decisions and she described
him as a loner.

With Ben's concern over his advancing memory loss, he wanted Bonnie to learn how to take responsibility for the
finances of the house and other such matters. She was somewhat reluctant at first, as she stated that Ben had done all
of these things in the past, and now, because of his ill health, she was having to change and this caused her
considerable stress.

Both Ben and Bonnie were reserved about the home recreationist's visits and regularly challenged their value. The
home-care recreationist initially visited Ben while Bonnie was away playing cards. Ben and the home-care
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recreationist talked in his shed while he did lead-lighting. They had a wide range of discussions ranging from politics
to philosophy of life. Over time, Ben said that he enjoyed the visits but still did not see the benefit of them. The
home-care recreationist believed that Ben benefited from the extra stimulation of the visits and also organised some
visits from professionals who helped them with their problems concerning finances and future security issues.

Eventually the home-care recreationist visited both Ben and Bonnie simultaneously to discuss their concerns and
needs on a regular basis. With these visits and the assistance of other organisations, Bonnie began making adjustments
in her life and took more responsibility in making the household decisions. The communication skills between the
couple also improved with the aid of the home-care recreationist's visits and talks on a variety of critical issues.

Shortly after the conclusion of the program, Ben had a stroke and was hospitalised. He died a short time later.

Discussion
Significant themes in the data are (a) the nature of the role of the home-care recreationists in educating and
supporting; (b) the nature of the leisure opportunities for the participants; (c) the way the developing relationship
between the home-care recreationists and people with dementia and caregivers affected the dynamics of the dyads and
facilitated a less enmeshed milieu; (d) and the crucial significance of a prolonged encounter with the home-care
recreationists in improving the quality of life of the dyads.

The aim of the project was to see if organised leisure activities affected the participants' quality of life. It soon became
evident, however, that the goal of quality of life could only be met by the home-care recreationists taking on a variety
of less formal roles to meet the needs of the participants.

Firstly, the home-care recreationists had to understand what the participants meant by leisure, and how they equated
leisure more with concepts of socialisation (e.g. visiting) or engaging in specific activities (e.g. gardening, knitting).
This supports the work of Lynch & Veal (1996) in that older adults' leisure activities tend to focus on home and social
relationships. This research also demonstrated that the meaning of leisure for older adults is not fully understood and
needs further research (Dimelow & Howie, 1994; Earle, Earle, & von Mering, 1996; Wearing, 1996). Thus, the
home-care recreationists had to adapt to the world of meaning of the participants.

Secondly, in trying to meet the needs of the participants through this project, the home-care recreationists had to
become more than a provider of leisure activities. As often becomes the case for many leisure professionals, the
home-care recreationist had to be counselor, friend, advocate, adviser, resource person, and facilitator to the
participants. 

For the people with dementia, the home-care recreationist was someone who became a companion and friend. This is
an important factor since friendships had diminished for the people with dementia. In some cases, friendships
continued beyond the life of the project.

Aside from receiving much needed respite, the caregivers frequently used the home-care recreationists as someone to
share their fears, frustrations, and anxieties. They regularly discussed with the home-care recreationists issues and
concerns about care for the people with dementia. They also sought their assistance in identifying other professionals
whom they needed while caring for their partner or parent. The home-care recreationists often helped provide the link
to other community services for the caregivers and the people with dementia, especially concerning services unknown
to the caregivers.

The effectiveness of a model which joins together the resources of the informal, familial care-giver, (friend or
advocate) with those of the formal support worker (with her greater access to knowledge of networks and community
services), in a cooperative endeavour where a real partnership was formed, is exemplified in this study. People who
had initially expressed a strong resistance to opening up the home environment to increased stimulation and support
moved considerably towards a greater quality of life not dependent on an enmeshed relationship.

The length of the program was important. Initially many of the participants (especially those with dementia) were
reserved and suspicious of the intent of the program, questioning why someone wanted to come and see them on a
regular basis for no exact purpose other than to visit and engage in activities. It took time for most of the participants
to understand and appreciate the home-care recreationists' visits and the variety of ways in which they could be of
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help. The caregivers expressed a sense of control and decision making in their use of the home-care recreationists.

Because the program lasted for nine months, some considerable changes took place with many of the participants.
Owing to the progressive nature of the illness, all of the participants with dementia deteriorated to some degree in
their communication and living skills. Three of the participants with dementia moved into a nursing home or hostel
care and one was hospitalised after having a severe stroke and eventually died. This caused the caregivers and the
home-care recreationists to continually make adjustments to care and programming needs and created ongoing
complications for all participants.

The authors believed one of the major benefits of this program was the flexible abilities and schedules of the
home-care recreationists. The home-care recreationists did not set the agenda and activity programs, but instead
allowed the caregiver and person with dementia to establish the programs based upon individual needs. Most of the
caregivers commented that it was beneficial to see a professional come into the home and be able to assist them, as
well as the people with dementia, in the ways in which they individually needed assistance. The caregivers also felt
that the people with dementia were safe with the home-care recreationists, allowing the caregivers to have time away
for shopping, outside duties, or socialising.

This research project, while it provides important guidelines to the area of recreation/activity programming for people
with dementia and their caregivers, has several limitations. The number of participants was small (eight couples) and
was limited by not being able to select participants with specific levels of dementia (level of dementia and
programming for activities certainly interact). The participants were not randomly selected and some participants
dropped out in the early stages of the program for various reasons, so caution should be taken when generalising these
results to the overall population.

Future research could focus on larger samples of people with specific stages of dementia. More specific leisure
activity and visiting programs could be developed depending on the progression of dementia. Based upon this
research, however, it should be noted that people with dementia and their caregivers will always need a flexible
program.

Finally, the authors suggest that home-care recreationists should exist as part of community health care teams. This
study demonstrates that community health care services need to be designed in a flexible manner in order to meet the
needs of their clients, and that home-care recreationists can be invaluable team members to both the service and the
people receiving the service. As a result of this research project, a government-funded agency took on the financing of
recreational programs for two of the dyads in the project, continuing to support the home-care recreationists in their
work. As the need and value of home-based recreation services for people with dementia and their caregivers grows,
this area of practice in leisure and health will be an important component of programs targeting health and well-being
in the community.
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OUTREACH SERVICES CCLS HOME PAGE

                       BIFOLKAL KITS

WHAT'S A BIFOLKAL KIT?

A BIFOLKAL KIT IS A WHOLE SERIES OF   PROGRAMS IN A BAG!

Designing their theme kits to stimulate the memories and communication skills of older adults; 
Bi-Folkal Productions encourages multi-sensory programs by filling each sturdy, easy-to-carry bag
with slides, videos or both, cassette tapes, 25 large print booklets of sing-along songs, poetry and 
photographs, activities, skits, objects, shapes, textures or scents; all reminiscent of a selected theme. 
An extensive manual offers step-by-step instructions for programming and for using each kit piece.
Additional program ideas and resources are suggested.

Though primarily used by activities directors in nursing homes and senior centers; Bifolkal Kits are
also popular with families and with group leaders of all ages to enhance multi-generational 
sensitivity and communication.

CCLS OUTREACH HAS 19 DIFFERENT TITLES AVAILABLE FOR LOAN TO
CHAUTAUQUA AND CATTARAUGUS COUNTY RESIDENTS:

REMEMBERING 1924
REMEMBERING AFRICAN AMERICAN LIVES *
REMEMBERING AUTOMOBILES
REMEMBERING BIRTHDAYS
REMEMBERING COUNTY FAIRS
REMEMBERING FALL *
REMEMBERING FARM DAYS *
REMEMBERING FASHION
REMEMBERING FUN AND GAMES *
REMEMBERING HOME *
REMEMBERING MUSIC *
REMEMBERING PETS *
REMEMBERING SCHOOL DAYS
REMEMBERING SPRING *
REMEMBERING SUMMERTIME
REMEMBERING THE DEPRESSION *
REMEMBERING THE FIFTIES *
REMEMBERING THE HOME FRONT *
REMEMBERING TRAIN RIDES *
REMEMBERING WORK LIFE *
Also available in Mini-Kit format**:
CHRISTMAS

* includes slides and a video
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** 
Designed for a shorter program series on a smaller budget, a Mini-Kit comes in a smaller bag. It is still stuffed 
with program ideas; however, and includes slides and a video. The biggest difference is that you'll have to gather
most of your own things to touch and make your own photocopies.

JAN NEWCOMB
CHAUTAUQUA-CATTARAUGUS LIBRARY SYSTEM

106 W. FIFTH STREET
JAMESTOWN NY 14701

PHONE: 716-484-7135, EXT. 245

Slide projectors and video playback machines may be borrowed through The CCLS Video 
Department.

 



ACTIVITIES in CARE HOMES for PEOPLE with DEMENTIA - FACTSHEET 
 
Activity is important to us all 
Everyone has an inbuilt need to participate in 
activity and what we do makes us who we are. 
Engaging in a balance of self-care, work and 
play activities is essential to our physical and 
mental well-being and thereby, our quality of 
life. People with dementia are no exception -
but dementia inevitably affects the ability to 
'do'. 
The high level of inactivity in care homes 
Most busy people would probably admit to 
sometimes wishing they could just sit and do 
nothing for a few hours. But imagine the 
reality in the long term. Sadly this is often the 
case for care home residents. The high 
level of  inact iv i ty in care homes has 
been documented since the 1950s and 
continues today. This is despite the 
evidence that participating in activity can 
reduce the levels of depression, challenging 
behaviour, falls and dependency in care home 
residents. A recent study assessed daytime 
activities as an unmet need for 76% of care 
home residents with dementia (Hancock et 
al, 2005). Considering that approximately 
three quarters of care home residents have 
some degree of memory impairment this 
level of inactivity is an important problem 
for care home staff to address. But it must 
be addressed - not least because the 
National Minimum Standards for Care 
Homes for Older People (DoH, 2003) require 
care homes to provide "opportunities for 
stimulation through leisure and recreational 
activities in and outside the home which suit 
the residents'  needs, preferences and 
capacities". A number of factors influence 
activity provision - for better or worse, 
including: residents' abilities, interests and 
motivation; the physical environment; staffing 
levels and skills; and the organisational 
culture. The selection and provision of 
appropriate and personally meaningful 
activities requires staff to understand the 
nature of dementia and how it affects the 
ability to 'do'. It is however possible to utilise a 
range of skills and strategies in response to 
these difficulties. 
How to select appropriate activities 
The main considerations when selecting and 
presenting activities are knowing the person 
 
 

 
and analysing the activity. It is vital to 
'match' the person's level of ability and 
interest with a meaningful activity of the 
correct degree of challenge. Confronting a 
resident with an activity that they no longer 
have the ability to complete, or have no 
interest in, is doomed to fail and can leave 
both staff and resident feeling defeated and 
frustrated. Conversely offering an activity 
that is too easy can be seen as boring, or 
even patronising. 
Knowing the person 
There are two aspects to this. Firstly, gather 
informat ion about the person's l i fe,  
background, family and social networks, past 
interests and hobbies. It is not sufficient just 
to list the individual's hobbies and interests. 
What was it about the activity that they 
valued? It might be assumed that because a 
resident did a lot of dressmaking that she 
enjoyed needlework. The reality may 
have been that financial necessity led her to 
clothe their family in this way. A number of 
formats can be used to produce a Life History 
Profile, including: a scrapbook, loose leaf 
folder, or container such as a shoebox - if 
personal objects and memorabilia are to be 
included. Producing such a resource can be a 
satisfying activity in its own right, often shared 
with relatives. The information obtained can 
then inform care staff about the person, thus 
enabling individualised care to be provided, 
and personally meaningful activities to be 
offered.  Remember, though to ensure 
confidentiality of the information. 
Secondly, it is important to understand how 
dementia affects the individual's ability to 'do'. 
Think about an activity that you thoroughly 
enjoy doing. Now, try to imagine doing this 
activity whilst experiencing any of the 
difficulties associated with dementia, for 
example; what if you forget (memory loss) the 
sequence or goal halfway through? What if 
you cannot communicate with the other 
participants (language impairment/aphasia). 
Perhaps you are disorientated in time, place 
and person; or perceptual problems affect your 
recognition of colours, shapes, objects - even 
your ability to use them (agnosia); or you have 
difficulty learning. Would it matter? Would it 
affect your ability to participate, or your 
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enjoyment? The effects of these impairments 
will differ over time, so consider what stage of 
dementia the person is at. Remember that a 
resident may have other conditions that also 
affect their ability to 'do', for example: arthritis, 
Parkinson's disease, poor sight or hearing, 
and these also need to be considered. 
Understanding the activity 
Most activities need a combination of skills to 
perform, so break the activity down into its 
component arts: 

Physical range of movement, strength, co-
ordination, physical endurance, 

Sensory enable us to interpret and interact with 
the world around us: smell, 
kinaesthetic, touch, sight, hearing, taste

Cognitive memory, problem solving, logical 
thought processes, ability to organise 
oneself and time effectively, 
communication 

Emotional internal drives & beliefs motivate and 
enable us to 'do', borne out of culture, 
life experiences – in turn influence our 
choice of activities 

Social interaction with other people and the 
development of relationships 
influences and motivates our selection 
of, and participation in, activity. 

Types of activities 
It is impossible to be prescriptive about 
suitable activities. It can be difficult to 
distinguish precisely the stage a person is at, 
and activity preference is very individual. 
However, there are some useful general 
principles. In the early stages people can still 
follow the 'rules' and work towards a goal, for 
example: sports and board games (draughts, 
Scrabble, bowls and darts), group discussions 
and quizzes (about topics of  interest  /  
relevance); structured crafts (craft kits, knitting 
from a pattern). As thought processes and 
language are further impaired, it is difficult to 
follow such rules. However, familiar routines 
are retained, as is the ability to use familiar 
objects, so now offer: music, dance and 
movement, reminiscence (using objects to 
prompt), painting and expressive crafts. As 
the individual's world 'shrinks' further activities 
need to: stimulate the senses, encourage 
movement, be rhythmic and repetitive, one- 
step and s imple.  Examples include: 
movement to music, dance, simple games 
using balls and balloons, folding, dusting, 
polishing, rummaging (using items with life 
history relevance, for example: fabric, lace and 
buttons for a dressmaker), massage and 
multisensory stimulation, including the use of 
dolls, soft toys and animals. Ultimately the 
person's world is only experienced through 
reflex responses to direct sensory stimulation, 
and people are unable to 'do' in the traditional 
sense. At this point, staff need to give of 
themselves by smiling, holding, rocking and 

responding to any movement and vocal noise 
made by the resident. 
Use knowledge of the resident and the ideas 
above to select and try out an activity. If the 
first attempt does not succeed, then reflect on 
the possible reasons and then - try a different 
activity. Effective activity provision can be 
challenging, but the benefits to residents' well-
being are significant. 
Further reading 
Hurtley, R., Wenborn, J. (2005). The 
Successful Activity Co-ordinator: A learning 
resource for activity and care staff. London, 
Age Concern England 
Perrin, T., May, H. (2000). Well-being in 
Dementia: An occupational approach for 
therapists and carers. Edinburgh, Churchill 
Livingstone 
Pool, J (2002) The Pool Activity Level (PAL) 
Instrument for Occupational Profiling. A 
practical resource for carers of people with 
cognitive impairment. London, Jessica 
Kingsley 
Organisations 
City & Guilds Certificate (6977) in Providing 
Therapeutic  Act iv i t ies for  Older People 
www.city-and-quilds.co.uk  
NAPA (National Association for Providers of 
Act iv i t ies for  Older People)  www.napa-
web.co.uk  
OTOP (College of Occupational Therapists 
Specialist Section for Older People) Care 
Homes Network: www.cot.co.uk, follow the 
links to OTOP - Care Homes Network 
Pets as Therapy (PAT Dogs): 
www.petsastherapy.orq  
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Journal of Geriatric Psychiatry. 
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North West Dementia Centre 

The views expressed in this factsheet are those of the 
author, not necessarily those of the NWDC . 

For further copies of NWDC fact sheets contact the North 
West Dementia Centre on 0161-275-5682 or 
nwdcamanchester.ac.uk. Alternatively write to the 
Information Officer, North West Dementia Centre, Dover 
Street Building, The University of Manchester, Oxford 
Road, Manchester. M13 9PL. 
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Administrative Planninq, Policies, and Procedures Example 8-F 

Rules and Procedures 

The following practices are explained to caregivers and to individuals receiving respite 
when they are admitted to the respite program: 

1. The daily schedule 

2. Staff positions and their relationship with Social Services 

3. Caregiver contacts 

4. Behavior management policy 

5. Grievance procedure 

6. Discharge procedure 

7. Hygiene 

8. Any other procedures deemed necessary, including 

The above procedures of the respite program were discussed with me at the time of 
admittance and I understand them. 

Name of person receiving care Date 

Caregiver's Signature Date 

Intake worker's Signature Date 

(Adapted from Parent Resource Center of Dade County, Inc., Crisis Nursery) 

ARCH Respite Manual page 140 















Administrative Planning, Policies, and Procedures Example 8-1 

Sample Consent Form 

Name of person receiving care Date of Birth 

Caregiver 

I hereby agree to participate and 
allow the above named person to participate in the program of the [name of program] 
as explained to me by the appropriate staff. The program may include collection of 
environmental, developmental, medical, psychiatric, social, and economic information 
by the [name of program] staff. 

I hereby authorize staff of the respite program to administer prescriptions and non- 
prescription medications as medically indicated. I also give my permission to the staff 
to call a doctor for medical care for the person named above. It is understood that a 
conscientious effort will be made to locate me or designated emergency contact before 
any action will be taken. 

I hereby request and give consent to the staff of the respite progam for said person to 
receive surgical aid as may be deemed necessary by a duly licensed or recognized physi- 
cian or surgeon in case of an emergency when I or my representative cannot be reached. 

I hereby request and give my consent for [name of program] respite program . to . transport 
my loved one to and from agency facilites and respite locations and on designated field 
trips. I will be notified as to the date and place of each field trip prior to its occurrence. 

Explained by (please print) Position 

Signature of caregiver 

Date Telephone 

-- - ~- -- - 

ARCH Respite Manual page 143 





Administrative Planning, Policies, and Procedures Example 8-E 

Respite Service Agreement 

1, agree that 

(Caregiver) (Agency name) 

will not be held responsible or liable in any way whatsoever for any incident which 

adversely affects the health, welfare, or safety of 

(Consumer) 

I release the respite program, i ts  providers and administrators, from all liability in the 

provision of such services. By my signature, I also grant permission for necessary and 

required transportation and medical care in an emergency, Including anesthesia, when 

it i s  indicated, and admission to a local hospital, when it i s  deemed necessary by the A 

attending physician. 

In addition, I will not hold the respite program, i t s  providers and administrators, liable 

for any accidental breakage of, in, or on my property, and/or for any incident which 

might be construed as adversely affecting the health, safety, or welfare of others in or 

on my property during the provision of respite care services. 

I acknowledge that I have read, understood, and have received acopy of this agreement and 

have provided full and complete information to the respite program, coordinator, and/or 

care provider. This permission is  valid until 

Date Signature of Caregiver/Guardian 

Date Signature of Witness 

(Adapted from Benton County Sunshine School, Inc.) 

ARCH Respite Manual page 139 
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ADULT DA Y HEALTH CE~T£R
ADMISSION SUMMARY

Oicmli

Pt.ooeIi

Zip Code

Client:

Address:

- ~;I)'. State

Lives Atone Livcs with Family

Responsible Party:

Addrcss:

PaymentType: Privatc_. MA_. CCPED_.
Race

Other

Relationship

Phone II

HCEP _. Rcspite_.
Religion

Other

Admission Date I I

Date of Binh: I I

Social Security 1#
Medicare 1#

Medical Diagnbsis:

Marital Status: Married Single Widowed Divorced Separated

Medicaid.
Other Insur~'1ce

Sccond!!y:

Rclationst.i pEmergency Contact:
AddreSs: '

. Pbo~ ~~_, .

~~c.rgt4cy.Q>ntact:
.Addre.ss: :;'.. '.
Phone II:. ..
. .

HospiuJpTeference:

-- 'mary Physician:
h.Jdress: . .
Podiatrist:

...

Busin~ss Pho~ it:

Relationship'

<:_..' ..~...
: "'.: ;.";

PhoneIt

-': :.., < .};.'~. .':.

. ~ .':!f .-;:~..., .~.> ";;'.":.:.':.

". ~ ,~~..:.,::.,..:.~. .~.::.: ;:~1?:- .

<. .r..~.;;.> :~~:.:.~;.

.:~:~.~: ~~\~::'i.-

''',' ": .J.:

. -~

Business'Phone II:

o'

Phone II

Docs this client have a legal guardian?
.-:- .;;es,name of guardian:.

Yes: No:

Address:

RcfelTaJ Sowcc:.'

.Transponation Required?

Photo Rc1ease:

TO BE COMPLETED UPON TRANSFER TO IIEALTH CARE FACILITY

Current Medications: Reason for transfer:

Comments:

Time: Fecilit),:

:Signature of Nur$c Compleling
Transfer Information:

-- - -- - -

Phone II

Yes No Zone

Yes No Zone



Church or Organization Name

Address

City, State, Zip Code

Phone and Fax Number

PUBLICITYRELEASE

Date

I consent that and other
authorized representatives of be allowed to use
my name, title, portrait, picture, video image, photograph, or any reproductionor likness of me,
or quotation of my remarks, for public information and fundraising purposes. Permission is
hereby granted to use personal informationabout myself; my family and the circumstances of my
relationshipwith as deemedappropriateby

I warrant that I have reached the age of legal majority accordingto the laws of the state of
Arkansas. I further represent that I have not been adjudicated incompetentand that no legal
guardian has been appointed for me.

Participant's Name:

Address:

City:

Phone:

State: Zip:

Caregiver IGuardian:



.......-..

Application - 6
Adult Day Services Center

AUTHORIZATION FOR FIELD TRIPS

I hereby give my permis~ion' for myself or my family member who is
enrolled 'at the Adult Day Services Center to go on field trips, and ride the
vehicles driven by ,employees'or volunteers of the AdultDay Services ,

.Center. I ~nderstand that I, or'the enrolled adult, has the right to decline
any scheduled field trip. ',- '

: ",'. Signature ,.

:~~ '.':'- }~~:~~/<~->, ! , .- .

; v.-<,~:.;r~j'.i' ,.'D
'-

t' .

.., a e.
:"~.I :.~~' :.->:_-.~\:.~~~:.':':<~. .~.:~.~. ,. .

~.:. ::" ~.'"'.,'c. ;'1' ~
;. '. 'c' . - .,~,. , ,

... ,:. .': ",~. -, . : . . ~.

-' ..' 1'. .' .' .;;...~:.. ..~..-:,-~,.:. . " ' .
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TO REPORT THE ABUSE,NEGLECT OR
EXPLOITATION OF
A DISABLEDADULT

OR AN ELDERLY PERSON

PLEASE CALL:

1-800-482-8049

Mandated Reporters of Abuse
Physicians, coroners, dentists, interns, osteopaths,

registered nurses, hospital personnel, social workers, EMT's,
firefighters, mental health professionals and law enforcement
officers are required by law to report abuse. If you suspect
abuse, neglect or exploitation PLEASE CALL! !

When reporting abuse, neglect or exploitation
please describe:

1. Victim's name, address or location, approximate age,
race and sex.

2. Physical, mental oe behavioral indications that the
person is infmned or disabled.

3. Signs'or indications of harm or injury, including a
physical description if possible.

4. Relationship of the alleged perpetrator to the victim,
if possible. If the relationship is unknown, please
give as much information as is known. ./'"'"
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