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Abstract

Caregiver Interventions via Telecommunications (CIT) is designed for family caregivers of elders with dementia.Building on Riegel's dialectical theory of human development, the authors argue that psychotherapeutic interventions, made highly accessible by telecommunication technology, assist caregivers to achieve positive developmental outcomes. Specific components of CIT are described, and an outline for a structured protocol is provided. Advantages, disadvantages, and future directions of telecommunications therapy are discussed.


  Dementia is characterized by progressive memory loss and behaviors such as asking repetitive questions, making unrelenting demands for attention, verbal or physical aggressiveness, and decreasing ability to perform activities of daily living and usual role functions. In addition, judgment becomes impaired, which in turn requires vigilant supervision to ensure the person's safety. These are typical sources of caregiver stress. [1-2] Based on an extensive literature review, Wright et al [2] concluded that caregiver stress leads to dysphoria and, in vulnerable individuals, to depression. Prolonged depression compromises the immune system and over time may lead to physical illness. [3]

  While negative health consequences for family caregivers are well documented, it is not easy to provide timely interventions because a number of barriers exist. These include caregivers' reluctance to seek or even admit the need for "therapy." [4] When encouraged couraged to seek help, counseling, or health care for themselves, they typically argue that they "don't have time," "can't get away," "he (or she) needs me to be here," "don't want to impose on other people," and "don't have the money, need to save it for nursing home care." [5] Thus, regardless of place of residence, caregivers of demented elders can be isolated and without appropriate help. Telecommunication has the potential of overcoming some of these barriers. Although there are presently few mechanisms for funding telecommunication health care services, the future potential of this health promotion and intervention modality merits recognition, and nursing models specific to telecommunication need to be developed and evaluated.

  The recent increase of counseling or psychotherapy offered over the telephone has sparked discussions about its benefits and risks for clients receiving the counseling and also for professionals providing this service. [6] The newer term "telecommunication" expands the modality of voice-only contacts by including two-way video conference calls that simultaneously provide visual and auditory communications. But even video conference calls lack actual person contact.

  This article describes in depth a theory-based telecommunications intervention model. Caregiver Interventions via Telecommunications (CIT), developed by the first author, are designed to maximize the benefits of telecommunication counseling to clients and at the same time include strategies to overcome limitations when this mode of psychotherapeutic intervention is used. CIT, which can be delivered over the telephone or video conference equipment, is being implemented and evaluated by the authors in an ongoing study.
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  CONCEPTUAL BASE OF CIT

  Riegel's [7-9] dialectical theory of human development forms the conceptual base of the intervention. Riegel defined development as "a process of interactions which from the outside transforms the organism as he transforms the external conditions through his own activities." [7] (p5) The terms "life-span development theory" and "contextualism" have been used by other theorists to describe this theoretical perspective, which emphasizes person-environment interactions and the plasticity of the human organism. [10,11] Riegel's conceptualizations also have a strong link to Mead's [12] phenomenological and interpretative theory. Both Riegel and Mead conceived of human beings as transformed through social interactions "from the outside in," of the emergent qualities of such interactions, and of individuals who in turn act upon their environment. [7,12]

  Riegel [9] proposed that human development results when different dimensions of people's lives are not in synchrony with each other. Life dimensions include biological, psychological, and sociocultural spheres, and asynchronies are difficulties or conflicts that can occur between two or more of these spheres. Importantly, Riegel [9] argued that outcomes of asynchronized life dimensions are not predetermined; rather, as persons act and change the situation, human development results that can be positive or negative. [5,8,9,13] Thus, despite a spouse's devastating illness, outcomes for caregivers can be positive depending on actions taken to cope with asynchronized life dimensions.

  When a spouse or other family member has memory problems, life dimensions of caregiver and care recipient become intertwined, and several life dimensions are affected: The biological (as it pertains to the elder's dementia) is in conflict with both the caregiver's and the ill elder's psychological dimensions. The biological and psychological dimensions, in turn, are in conflict with the social or cultural dimension.

  Examples of asynchronized biological-psychological life dimensions are when dementia causes irrational behaviors such as accusations of stealing or demands for the caregiver's close proximity at all times. According to Riegel, [8,9] the other person's response to such behavior (in this case the caregiver's response) can lead to positive or negative developmental outcomes: concordance or discordance and control or disorder can result. If caregivers learn to communicate with the accusing elder in an empathic tone of voice ("I will help you look for it"), then some concordance in the interaction is achieved, and escalating arguments of discordance are avoided. If caregivers learn to interpret demands for closeness as the elder's psychological needs for security and comfort, some existential meaning is achieved, and caregivers gain control over the situation; in turn, this reduces caregiver stress and promotes emotional and physical well-being.

  Examples of asynchronies pertaining to the sociocultural life dimension are when dementia causes behaviors such as wandering off and getting lost, or an inability to carry out typical role functions such as housework or paying bills. According to Riegel, [8] sociocultural developmental outcomes can be distortion vs adaptation and exploitation vs acculturation. If caregivers learn to use environmental manipulation (eg, providing safe wandering areas, camouflaging exit doors) or learn to utilize respite help, then they change the situation and achieve adaptation; distortions such as "there is nothing I can do" or "nobody else can take care of him" are overcome.

  The loss of typical role functions caused by dementia creates the opportunity for caregivers to achieve acculturation, which is the process of recognizing old cultural norms, rejecting them, and accepting a new or different culture. For example, women caregivers who never dealt with money matters can learn how to manage finances and where to get appropriate help; men caregivers who never cooked a meal or made a bed can learn such household tasks. Thus it is precisely because of asynchronized life dimensions that positive human development is possible, and the entrenchment of old norms that represent exploitation can be discarded.

  It is clear from this discussion that asynchronized life dimensions are not static; rather, caregivers act and influence and change the situation "in a never-ending dialectical exchange." [5] (p7) It is this dialectical exchange, between the situation and the caregivers' actions, that provides the window of opportunity for interventions.

  Telecommunication is conceptualized as a highly accessible means to influence caregivers' actions because it overcomes barriers of isolation and also the caregivers' resistance to seek help. Although Riegel's theory did not specifically address telecommunication, the modality is consistent with the dialectic perspective in that it facilitates fluid and evolving interactions between person and environment. Assisting caregivers to achieve positive developmental outcomes in asynchronized life dimensions is the goal of CIT. Psychotherapeutic interaction focusing on intersecting life dimension and positive human development based on caregiver actions is the unifying concept (Figure 1).

  [image: Figure 1]Figure 1. Components and goals of the Caregiver Interventions via Telecommunications (CIT) Model.

  

  Back to Top

  NURSE-CAREGIVER RELATIONSHIP IN TELECOMMUNICATIONS

  Using telecommunications facilitates a psychotherapeutic nurse-caregiver relationship but it also transforms the relationship. In a way, it "declinicalizes" interactions because caregivers remain in their own home territory; they have the choice of a flexible time schedule; and they determine which problems to address. Similar observations were made by Skipwith, [14] who reported on telephone intervention calls involving three caregivers who had responsibilities for elder family members with a range of physical and mental impairments.

  Also important is that a human developmental perspective guide the therapeutic relationship, (ie, CIT is growth oriented). Caregivers are not viewed as "patients" but as mature adults with potentials for human development. Overall, CIT appears to be less ego threatening than traditional therapies in an office, and caregivers seem to enjoy participating. They do not seem to recognize CIT as "treatment."

  Although caregivers may not perceive the telecommunication interactions in clinical terms, extensive knowledge of an advanced practice mental health-psychiatric nurse is required when exploring caregivers' actions in response to asynchronized life dimensions. It is the skilled psychiatric nurse who can recognize patterns of ineffective actions and know at what point in the therapeutic relationship issues can be confronted and how they should be phrased to make them acceptable to a particular caregiver. The goal is always to help caregivers choose actions that promote positive outcomes.
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  IMPLEMENTATION OF CIT

  Successful implementation of CIT depends on a limited number of person-to-person interactions in combination with more frequent telecommunication sessions. Person-to-person interactions are viewed as essential for assessment and establishing rapport. Because person-to-person interactions are critical in CIT, it is important that the service be offered within a geographic area such that periodic person-to-person meetings are possible.

  It is preferable that the first meeting be held in the caregiver's home. Assessment in the home provides the nurse with a holistic view of the caregiver's situation and a rich contextual frame of reference as a basis for CIT. The initial person-to-person contact also helps to establish rapport and trust. With telephone interventions, being able to visualize the person at the other end of the line helps to maintain rapport. With video conference calls, the initial person-to-person contact helps both parties to supplement the transmitted image with the person they have met. Trust is crucial not only because the caregiver needs to have a sense of trust in the nurse, but the nurse must have a sense of trust in the caregiver's ability and willingness to confront and deal with identified issues and recommendations.

  At a minimum, two person-to-person contacts are recommended, one for assessment and one for termination. The latter helps to reaffirm caregivers' actions, and unresolved issues can be addressed. Scheduled weekly calls between person-to-person contacts take place over a period of several weeks. The number of calls should be based on caregiver needs as assessed with standardized scales during the first person-to-person interview. Needs can range from low to high based on a combination of factors: the caregiver's subjective stress in response to the demented elder's behaviors; the caregiver's emotional and physical health; and the caregiver's need for social support.

  Differential scheduling is recommended to match the particular situations of caregivers. While in the majority of cases caregiver needs can be based on typical problems associated with the progression of dementia, even early-phase caregivers can be highly stressed and in need of intense interventions. Risk factors for high early stress are conflicted caregiver-care receiver relationships prior to the onset of memory problems and, for spouse caregivers, marriages of shorter duration (eg, 5 years or less). [5] Preexisting health problems in the caregiver and the afflicted spouse are additional risk factors.

  It is also important to offer CIT to low-need caregivers who are in the early phases of the caregiving trajectory. They may be reluctant to participate because early manifestations of memory problems are often denied or excused as normal changes with aging. [15] Thus an approach of "providing you with information" and "you may be able to help others" is best. Early contacts help to build rapport with the nurse, can set the stage for health promotion, and can alert caregivers to newer medication treatments aimed at slowing the progression of dementia of the Alzheimer's type. Major components of CIT are discussed next.
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  MAJOR COMPONENTS OF CIT

  Haas et al [6] advocated the development of techniques for focusing telephone interventions to ensure consistency and productive exchanges between therapists and clients. CIT does this by providing the nurse therapist with a structured protocol (see Figure 2 "CIT Protocol"). The protocol is used as a guide to ensure that specific components of each dimension are addressed during a call; however, components are individualized according to the caregiver's needs and priorities. The protocol identifies three components that represent the biological, psychological, and social or cultural life dimensions: management of behavioral problems; caregiver emotional health; and family and community support. These components represent the asynchronized life dimensions discussed earlier and hence, they overlap. It is the skilled psychiatric nurse who navigates between these components; as caregivers describe situations and concerns and begin to use or maintain effective actions, the nurse assesses whether the intensity of the intervention can be decreased or, in the absence of effective actions, needs to be increased.

  [image: Figure 2]Figure 2. CIT Protocol
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  Biological dimension

  The ill elder's biological dimension requires management of problem behaviors associated with dementia. Managing such problems needs to be viewed within the caregiver-care recipient relationship. Dementia, simply put, affects the mind, but it is mental capacity for shared meaning, thinking, and self-awareness as part of a "mind" that is the essence of human interactions. [5,12] Mind, according to Mead, is the capacity "to take the attitude of the other" or to have shared meaning in interactions with another person. [5,12] (p34) Elders with dementia lose this capacity for shared meaning and become irrational or "senile." [16] Thus, it falls on the caregiver to define each situation through the eyes and-dysfunctional-mind of the ill person. A caregiver who is able to do this can understand irrational behavior. This is a major focus of CIT.

  The nurse asks the caregiver to describe a recent troublesome behavior and questions how the caregiver responded. The nurse then either reinforces the caregiver's response who "took the attitude of the other" or proposes a three-step approach that may be helpful: First, try to understand or interpret the elder's behavior (however irrational it may seem) and let the elder know that you understand; second, redirect the elder's attention; and third, ask a simple question. [17] For example, an elder who is demanding to see "mother" even though mother has been dead for 10 years, is approached by the caregiver in a sympathetic manner and calm voice: "You have been thinking about mother. Yes, we used to have such good times in her house. . ." Next, the caregiver redirects the elder to a more neutral stimulus by, for example, pointing and saying: "Look at the flowers; they look so pretty today." Last, the caregiver asks a simple question that requires only a "yes" or "no" response. "Would you like some juice?" The nurse emphasizes that only when the elder feels understood, can redirection and diversion be effective.

  This three-step problem-solving sequence draws on conceptual models of problem-solving scripts for caregivers, [18] and validation, [19] and distraction techniques for elders with dementia. [20] Using problem-solving scripts and specific techniques to deal with a range of problem behaviors promotes effective actions and a sense of mastery and control for the caregiver and, thereby, begins to align the second life dimension, the caregiver's emotional health.
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  Psychological dimension

  The psychological dimension is addressed through strategies that maintain, restore, or improve caregivers' emotional health. [21] Research has demonstrated that caregivers neglect their own health when the demands of caregiving increase. [22] Caregivers, especially spouses, often express feelings of altruism and reciprocity for past kindness, support, and caring, which lead them to give unwaveringly of their time and energy and ignore their own needs. Daughters as caregivers have been called the "women in the middle" [23] (p471) who try to meet the needs of their own children, spouses, and career as well as feeling responsible for the care of a memory-impaired parent. These unrelenting demands on daughters' and spouse caregivers' energies lead to feelings of frustration and then guilt for having such feelings.

  As these sentiments are expressed over telecommunications, the nurse acknowledges expressed feelings to affirm the caregiver. Expressed feelings are then reinterpreted with the goal toward health promotion. Caregivers are asked to self-monitor their moods on a daily basis. They rate their feelings on a simple scale ranging from 1 = feeling very sad, 9 = very happy, and 5 (midpoint) = "so, so." Slipping below 5 is a definite indicator for "time out." In a sense, the caregiver is "given permission" to engage in pleasurable and health promoting activities. [20] Emotional well-being is viewed as a precursor to maintaining physical health; this conceptualization is based on empirical findings from longitudinal studies with caregivers that showed that prolonged depression compromised the immune system, [3] and that depression at baseline predicted physical illness 6 months later. [24] The nurse asks questions that assess the caregiver's health, discusses health-promoting actions such as regular check-ups, and makes referrals as indicated.

  Maintaining health contributes to effective actions because good health provides caregivers with the energy needed to manage problem behaviors. This also begins to align the third, the social or cultural dimension, because caregivers learn to acknowledge that family or community support are needed to sustain them.
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  Sociocultural dimension

  The sociocultural dimension focuses on family and community support to help caregivers with their responsibilities. But mobilizing and utilizing support is not easy for caregivers who "do not want to impose." Spouse caregivers typically say that their grown children have responsibility to their own family and work. Adult children as caregivers seldom share caregiving responsibilities with other family members, and all caregivers dislike feeling indebted to friends or neighbors and, therefore, hesitate to ask for assistance. It is the nurse's role to help caregivers overcome such cultural norms. During a call, the nurse not only provides information about available community resources but reframes the situation. For example, a caregiver who is having difficulty asking an adult daughter for assistance may be able to view the situation differently when asked to consider that such a helping role is beneficial to the daughter. In addition, the nurse models how to request help and how to reciprocate. For example, instead of "hinting" that help is needed, caregivers are encouraged to state to a relative or friend specifically what type of help is needed and when it is needed. [25] Help can be reciprocated with small gestures such as picking up dry cleaning on the way home.

  The nurse also questions whether neighbors and friends have been informed of the elder's diagnosis. This is particularly important in the early phases of dementia when family caregivers often try to cover up that something is wrong. Even elders with early memory impairment are adept in projecting a friendly and "normal" appearance to friends and neighbors. This phenomenon has been conceptualized as "protective caregiving" and "protective care receiving." [15,26] Both caregiver and care receiver engage in behaviors aimed at maintaining an appearance of normality. The nurse who recognizes this phenomenon knows that advocating new behaviors is anxiety provoking. Therefore, the nurse first communicates empathy for protective caregiving. Next, the nurse discusses the consequences of such "protection" when the declining trajectory of dementia is not acknowledged. For example, if people are not informed and have to guess what is wrong, they do not know how to help and will stay away. Letting neighbors know about the elder's memory problems can be a safety issue in case the elder wanders off. Other safety issues such as obtaining an identification bracelet, special locks, shut-off valves for gas stoves, or bathroom safety features are discussed. [17] In addition, caregivers are linked to community agencies and assisted with obtaining respite or day-care or finding a support group. [27]
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  ADVANTAGES AND DISADVANTAGES OF TELECOMMUNICATION THERAPY

  While CIT is comprehensive, advantages and disadvantages of telecommunication therapy need to be considered. Haas et al [6] cited major advantages as access, safety, privacy, and lower cost. These issues are indeed important to caregivers, and they are achieved with CIT: Travel and the need for an alternate caregiver are eliminated, thereby increasing access and reducing cost. Absence from the elder is eliminated, thereby increasing safety. The stigma of needing to go for "therapy" may also be removed, thereby promoting privacy and a sense of dignity and willingness to participate. The caregiver's participation in therapy, in turn, provides opportunities for health promotion, thereby reducing emotional and physical health risks to vulnerable caregivers. Overall, the advantages identified by Haas et al [6] are well applicable to this type of client.

  Major disadvantages and even risks of telecommunication interventions are questionable effectiveness (or efficacy in controlled studies) because of lack of personal contact; safety in crisis situations; risk of loss of privacy when talking over the telephone or video conference equipment; and accurate documentation of outcome. As discussed below, limited empirical data have been published on this subject, but the CIT model addresses these concerns.

  Back to Top

  Efficacy

  The efficacy of telephone therapy as primary intervention modality with caregivers is not well documented, and even less is known about video conference therapy or counseling with caregivers. However, telephone interventions have been used successfully with high-risk pregnancy, cancer, and heart patients, as well as suicidal patients and even to simulate family therapy. [14,28-35] For caregivers, Skipwith [14] reported a small "demonstration activity" consisting of triweekly 15-minute-long telephone nurse counseling sessions with caregivers of elders with various mental and physical problems. Three case examples portray positive results from the telephone sessions, but the author notes that limitations of this project include brevity of each call, number of sessions, and lack of systematic objective indicators of counseling efficacy. [14]

  CIT, however, provides adequate time for exchanges with each call typically lasting 30 to 40 minutes, but up to 1 hour is allotted. Indicators of effectiveness, obtained at baseline and regular intervals, are based on standardized measures of caregiver stress, depression, health, and caregiver coping actions.
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  Lack of personal contact

  No experimental-control group study was found where telephone or video conference calls as the primary intervention modality were tested with family members providing care for elders with dementia. Telephone contacts on an as-needed basis were usually add-on components to home intervention programs. [17,20,36] In those situations, the professionals had extensive previous personal contacts with caregivers, and the more costly in-home visits were the primary intervention modality. With CIT, however, the primary intervention modality is over telecommunications.

  Accuracy of data obtained on a person-to-person basis vs the electronic modality is another concern. This is being addressed during an ongoing study conducted by the authors. Two previous studies found high correlations and no statistically significant differences between telephone interviewing for depressive symptoms and person-to-person interviewing. [37,38] However, in one of these studies, substantial absolute differences between the two modes of administration were also reported. [38] This supports our position that person-to-person contacts for assessment and evaluation have to be part of the protocol.
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  Safety and privacy

  Conducting the first interview in caregivers' homes rather than the office is recommended. A home visit allows the nurse to assess safety issues that could impact on the complex caregiving responsibilities. Suicidal ideation is also assessed. The protocol stipulates that actively suicidal caregivers be immediately referred to a psychiatrist or emergency department; caregivers who have been stabilized have the option of participating in the telecommunication interventions at a later date. Safety can be further augmented by providing all caregivers with daytime and 24-hour emergency numbers through which they can contact a nurse for assistance.

  Caregivers are required to have a private phone; party lines or cellular phones are not acceptable because the communications could be overheard by others. Video conference equipment typically is a "closed" system, thereby providing privacy. Furthermore, all sessions are scheduled at a mutually convenient time. Caregivers are asked to consider when interruptions are least likely to occur, and when they can talk without someone else being present. Any interruptions are recorded and if warranted, adjustments to the schedule are made.

  Problems may occur when the memory-impaired elder has delusional or paranoid thoughts, manifested as either jealousy toward outsiders (in this case the nurse) or ideas of persecution (eg, "the mafia or FBI is spying on us"). When jealousy is the problem, highly protective caregivers may be unable to set limits to ensure their own privacy. One recommendation is to have the nurse wear a laboratory coat during home visits, and to explain to the caregiver that this is done to affect a clinical image for the elder's benefit. Another strategy, which may help to reduce jealousy but which is more difficult to implement, is to match the gender of nurse and caregiver.

  In situations where the elder voices ideas of persecution and verbalizes threats, the caregiver may want to talk only during times when the elder is at a day-care center or engaged with another family member. But scheduling private time could become erratic; helping caregivers recognize private time as a priority becomes the initial goal. If the situation escalates to endanger the caregiver, medication intervention is recommended and facilitated.
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  EVALUATION OF PROCESS AND OUTCOME

  Effectiveness of the intervention can be assessed through process and outcome evaluations. Process evaluations of CIT include the caregiver's self-monitoring and regular team meetings with members of the intervention team to discuss clinical and scheduling issues. Outcome evaluations for CIT are based on standardized scales for stress, depression, health, and coping actions; these are obtained before and after interventions and can be compared with a group of caregivers on a waiting list. In addition, a follow-up evaluation interview can be conducted by a nurse who is not part of the intervention team.
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  FUTURE DIRECTIONS

  The authors envision that in the near future a variety of telecommunications intervention models will be developed. Some models will be consistent with basic nursing practice, some with advanced nursing practice. This theory-based model was developed for advanced practice mental healthpsychiatric nurses; the anticipated increase in the number of advanced practice nurses, our aging society, and the rapid advances in telecommunications support the ongoing development and evaluation of CIT.

  Given that caregivers deal with different problems inherent in the dementia illness trajectory and have different needs, a range of CIT intensity levels have been recommended. Because health care policies often set limits on the number of sessions that will be reimbursed, the option of scheduling "on demand" can be tried with a specific number of sessions "in the bank." Whether such "on demand" schedule is effective with caregivers requires empirical testing. It may be preferred by highly protective caregivers and those who are dealing with behavior problems caused by delusions or paranoid ideation.

  CIT can be used with the telephone as well as video conference equipment, but whether one or the other modality is superior in achieving positive outcomes or preferable to caregivers is not known. [39] To date, video conference equipment is expensive and not readily available. [40] As advances in technology make video conference calls less expensive and less cumbersome (eg, smaller equipment, less need for special wiring), it will be possible to conduct comparative studies. It is exciting to envision interventions by advanced practice nurses that can reach isolated caregivers. By using CIT, asynchronized life dimensions can lead to positive human development.
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Management of problem behaviors

« Caregivers are asked to identify the most troublesome behaviors shown by the afflicted elder.

 Caregivers are asked to describe how they handle the situation.

* Alternative approaches are suggested (standardized care plans are available for reference).

* Caregivers are asked to think through a new three-step approach and verbalize the specific steps they
plan to try.

« If indicated, written information or guidelines are mailed to the caregiver.

Caregiver emotional health

* The nurse acknowledges and respects the difficulties inherent in caregiving.

« Caregivers are encouraged to monitor their level of stress and sadness.

« Caregivers are asked: “What do you enjoy doing for yourself? How do you fit in time for yourself?”

+ Caregivers are encouraged to plan for pleasurable activities—without feeling guilty.

« Caregivers are asked about their own physical health.

+ Caregivers are encouraged to seek appropriate medical care as indicated. Referrals are made if the
caregiver has no private physician.

Family and community support

 Caregivers are asked whether durable power of attorney for financial arrangements has been made;
referral to community legal aid services is made if indicated (community resources lists are available for
reference).

« Safety issues are assessed; special locks, identification bracelet and other available safety measures are
recommended.

« The need for day-care, respite services, or other service ssessed; referrals are made as appropriate.

« The nurse asks about support from family, friends, neighbors and is alert to themes of protective
caregiving.

* How to ask for help directly (not “hinting” that help is needed) is practiced.

 Suggestions for reciprocating help are offered.

Documentation in addition to clinical notes:

Time call began:
Time call finished:
Missed session: Yes No

Type of difficulties encountered with scheduling a mutually agreeable time

Refused to participate Yes No

Premature termination Yes No

Reasons(s) for termination

Interruptions during the session

Type of difficulties encountered that could not be handled via telecommunication

Length of this session is judged to be (check one): Too short ___. Aboutright ___. Too long ___.





