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Tip Sheet for Telephone Support Group Leaders

These tips were extracted from Toseland, R., Natgar., & Wray, L. O. (2007). Telephone
groups for older persons and family caregivéte Clinical Gerontologist, 31(159-76.

How does a telephone group differ from an in-persogroup?

e Structure
Telephone groups may need to be more structuredféice-to-face groups in order to insure
that all participants have a chance to speak.

* Shorter meetings
Because of fatigue and other factors such as tymngembers’ telephone lines,
consideration should be given to keeping telephmeetings shorter than in-person
meetings.

» Distractions
Although distractions within group members' homeimments have not proven to be a
major problem in groups the authors' have develppé&tla good idea to speak with
members from the outset about how they will haniiBeuptions that might occur. Itis a
good practice to have members explicitly mentiothegroup when they have to stop their
participation for a brief period and when they hasteirned and are reengaged in the
teleconference.

* Meeting In-Person
Group member will likely desire to meet in persespecially after the group ends or
between meetings. The cohesion and bonds thabamed among members during
telephone group meetings often enhances theiradesimeet their fellow group members in
person. Therefore, consideration should be givegraaping participants by geographical
area to facilitate any desire they may have latenéet in person.

Group dynamics to consider when leading a telephorgroup . . .

» Level of self-disclosure and cohesion
Telephone groups have a greater ability to focusibe®s on common situations and
problems without being distracted by non-verbalawsbr, appearance, and other visual cues
available in in-person groups.

» Ability of group members to gauge the reactions obthers
While providing a greater ability to focus, thekaaf visual cues makes it more difficult for
members of telephone groups to gauge the reaatiosthiers during interactions, and their
own impact on members of the group. It can alsmbee difficult for the leader to assess
members’ needs and the impact of interactions witkie benefit of facial expressions and
other nonverbal clues.



Impact of visual and hearing impairments

Telephone groups are not able to accommodate memiigrhearing problems as well as
in-person groups, but they are favorably receivedisually impaired older persons.
Therefore, it is important to screen potential mersldor hearing impairments and determine
if special equipment would allow participation.

Limits of confidentiality

Concerns about confidentiality because of a lagirivacy within callers’ households can
occur. These can usually be solved by careful thbalgout the best time to hold the
telephone group or by adjusting the environmermdr-ekample, moving the telephone
conference to another room or ensuring that the iipient is occupied and cared for
during meetings.

Potential for the expression of strong emotions

Some research suggests that the anonymity of teteptan result in increased hostile and
aggressive statements. The authors have not erpedehis clinical problem in the groups
they have developed for older adults and their fianaregiver, but more research is needed.

Some interventions to address the lack of visual es in a telephone group . . .

Promoting member self-identification

To avoid confusion in early group meetings it igortant for the leader to remind members
to state their name before they begin to talk. deesa may have to intervene more frequently
in telephone groups than in in-person groups tofglevho is speaking, ask members to
identify themselves, and ask members if they kndw v8 speaking.

Ensuring that all members are engaged in the intergtion

It is important for the leader to ensure that adimiers are aware of the agenda and feel
included in group interaction. Leaders should useaynds and other methods to bring each
member into the meeting and to keep members indawvel active. To foster engagement,
telephone group leaders often have to take a nubreeaole in directing questions from one
member to another member.

Promoting turn taking

Long descriptions of educational material by tredkr should be avoided because these are
less well tolerated in telephone groups than ipanson groups. At frequent intervals leaders
can ask members to describe their experiencegddatthe educational content being
presented.

Facilitating open and clear communication channeland gentle feedback

Leaders should facilitate open and clear commuioicathannels by reminding members not
to make assumptions about how others are reattyngncouraging members to clarify,
restate, or repeat communications that may notdae,@and by verbalizing feelings that may
be expressed only by a member’s silence or toneioé.



Using the mail to send workbooks, handouts, audiona video tapes and other
information and resources

When conducting time-limited psycho-educationalugp®leaders cannot use flip charts,
films, or other visual media the way they wouldnrmperson groups. Still, they can take full
advantage of workbooks, handouts and other matdramailing them to members before
the start of the group.

Encouraging socialization between meetings

Actively encourage members to talk between meetiygasking each person to select a
partner within the group who seems to have singitarcerns and to call that person between
meetings.



TEP Group Session 1: Basic Dementia Education

I. Introduction Section: 15 minutes (Session 1 onlypfroductions and Overview of TEP

A.

Introductions of leader: Group leader explains his or her credentialgrssfo
Worksheet 1.1Rarticipant Guide pg. #Contact Information, has each group member
circle his or her name on sheet, points out thagHdistance callers can leave a
message at the toll-free number and project stififfeturn call. Explains roles of
various staff members.
Contents During the 10 telephone sessions we will be mhog you with information
about:
= Dementia diseases and progression
= Changes in communication and strategies for copitigthese changes
= Common and challenging behavioral symptoms andtesfies for
managing and coping with these behaviors
Problem Solving strategies
Assistance with the role of caregiver
Goals Our goals are to:
= To improve communication between caregivers anipiatwith
dementia
= To improve or avoid challenging behavioral symptarhdementia
= To help caregivers cope with and appreciate th@doirtant role in the
lives of patients with dementia.
Group Rules
= Confidentiality — Will not share information abowbat others have said
about their personal situations. It is okay t& &hout the information you
are learning
= Respect for each other — Group members shouldaesperyone’s
opinions and right to speak
= Consideration for each other — Group members shealize that there is
limited time for our meetings so everyone showdarbe brief and share
the time available to speak.
Group format: Every week our group meeting will be broken iatoeducation topic,
a time to talk about individual action plans (afidelxplain what | mean by that later
today), and problem-solving time. In addition,illtake some time in the beginning
of the meeting to remind the group about our previlk, and some time at the end of
the meeting to review and talk about next weelksao
Group members introduce themselves by first narve; lgusbands’ name (note: group
members may not be married to the person for wheay &re providing care. If this is
the case, please substitute an appropriate nourewdrethe word “husband” is used,
such as “loved one”) and how long patient has readehtia. The facilitator should
make sure that each member only gives the reqinfednation. Otherwise this part
will take too long.



[I. Education: 20 minutes

A. What is Dementia?(Worksheet 1.2 - Participant Guide pg) 5

1.

5.

6.

Definition of DementiaThe word dementia refers to any condition where
there is a loss of memory AND changes in at leastdf the following areas
of thinking:

* Language

* Perception (understanding visual information)

* Organization

* Reasoning

e Judgment

. Dementia affects many areas of the brain and sse@ehanges in many

thinking abilities AND behaviors.

Some dementias (like Alzheimer’s) will get progiesks worse. Others may
be fairly stable for a time or may even improvegsponse to medications.
Dementia is defined as a progressive decline nades cognitive (thinking)
and functional deterioration leading to changetheperson’s ability to
continue to work or socialize as they had in thetpa

Dementia is not the name of a single diseases dtword to describe the
results we see from many different diseases obthim.

Most diseases that cause dementia are progretsates, they get gradually
worse over time.

B. Dementia is NOT normal aging:

1.

The likelihood of dementia increases with age. é&@mple, it is estimated
that 10% of people over the age of 65 have somm &rAlzheimer’s disease.
(That means 90% DO NOT have Alzheimer’s disease).

People used to think that memory loss was simm@yréisult of normal aging.
We do experience a mild decline in our new lear@bijties. Normal aging
DOES NOT bring a decline in general knowledge erdhility to function
independently.

C. Causes of Dementia

1.

2.

Alzheimer’s DiseaseMost common cause of dementia. Alzheimer’s causes
changes in the brain cells and affects memory émer ohinking.

Vascular DementiaSecond major cause of dementia. In this casse$os
memory and thinking occur because of damage talaition in the brain.
People who have had strokes, mini-strokes, TIAd/@rhypertension are at
risk for this type of dementia.

Less Common Diseasé3ther diseases that cause dementia can include (but
are not limited to) Pick’s Disease (also calledrfablLobe Dementia),
Parkinson’s disease, and Lewy-Body Dementia.

Multiple Causesilt is possible for people to have more than ype of

disease causing the change in their abilities. eikample, a person who has
Alzheimer’'s may also have mini-strokes causing ulsalementia and

further lessening their abilities.

D. Group Activity : Have caregivers talk about the diagnosis of teept if it is known.



[Il. Introduction of Action Plans — 5 minutes

Each week everyone in the group will have an “Actilan.” This plan does not have
to be complicated. It may be something as simplgagng out to lunch with a friend, or
trying out a new thing you learned through thisugro During each phone call, we will
have a brief go-round where everyone can repohtaanthings have been going with their
action plan. We won'’t be able to talk about eveg/e plan in detail every week, but
please let me know if there is something that yeweorried about or is particularly
troublesome. We can either talk about that duttiregproblem-solving portion of the day’s
call, I can help you individually, or we can plam @iscussing it as a group in more detail
on a future occasion.

After we check-in on everyone’s action plan, wddl some group problem solving
and help one or two people develop a more detadéidn plan. Even if we don't talk
about your particular concern in detail, we hope wall make your own action plan so at
the next call, you can tell us what you tried toddwing the week that may have been
different. Worksheet 1.3@rticipant Guide pg. pis your Weekly Worksheet for this
week. There is a place to write down your ActidanPon that sheet. Each week, you will
have a worksheet like this one where you will hgpace to write down your Action Plan,
a reminder about your homework assignment if tieeome, and space for jotting down
any thoughts that you might have during the week ybu might want to talk about at that
next session.

IV ._Introduction to the Problem Solving Process 15 mtes

Beginning next week we will be talking a lot abtiue challenging, or problematic
behaviors that you might have been experiencinge @ the best things about having a
group to talk to is that there are so many differdeas about how to solve a challenge or a
problem. The important thing about a problem-sawiliscussion is to be sure to let
everyone discuss ideas BEFORE we evaluate therat Wdy we won’t jump into working
on an idea and miss out on some other sugges@gmiight have helped even more. This
week, we have saved some time for you to talk apout individual situations and what
has been happening. How is it going? Who wouklel {0 start?

The facilitator should be sure to get at any atkatthey feel are problematic. The
facilitator should:

1. Tryto encourage other group members to shareaimxperiences.

2. Encourage shared problem solving, i.e., have aiypofhad that problem before
and found a way to handle it?

3. Point out similarities between concerns. For eXapgne caregiver may be upset
by her husband swearing when she tries to helpMtmgrooming and another
caregiver may mention that her husband gets aditatd paces when she tries to
help with grooming. It is possible that both peowith dementia are feeling
overwhelmed and may need more help (such as handasre) or a slower pace.
By pointing out that both caregivers are havingitile during grooming, the
facilitator can help the group direct problem sotyefforts in a direction that
could help both caregivers.

4. Have the group generate as many different ideasssble.

5. Ask the caregiver which things she would like toduring the next week and
explain that that will be her “Action Plan” for threeek.




6. Encourage the each group member to write downdtemaplan for the week and
be ready to discuss it next time.

During the first few weeks the facilitator shouilchitt pressing problem discussion
during group sessions so that the group is leartwirgvelop action plans. During these
early sessions, the facilitator may need to assiggivers with their pressing problems by
calling them after the group session or on the dayt When the facilitator has worked
with a caregiver over the phone to problem soh@@ndevelop an action plan, the
participant should be asked for permission to stteeutcome with the group. The
facilitator should bring into group individual wodaly when it is helpful in teaching or
may serve as a model for other members. Therdaf@aesaregiver has an individual phone
call with the facilitator but the topic is redundanm other group discussions, the individual
phone call should not be brought into group for entkan brief follow-up of the outcome.

Action plan development should prioritize the masragnt of highly distressing or
potentially violent behaviors. For example, a garer may report that the patient raises
his hand and threatens to strike her when sheégspting to provide personal care. The
group facilitator may prioritize that caregiverstian plan development over a caregiver
who would like to be more patient with her husban@petitiveness.

If there is any mention of violence on the partha patient or caregiver, the caregiver
describes severe depression in herself or her hdsba another behavior is creating a
dangerous situation (such as uncontrollable wandgaliacing the patient in danger), the
group facilitator should consult with the patieritsalth care or mental health providers as
soon as possible after the group session. Camsgmeo express their own serious mental
health or physical health symptoms need to be glya@ncouraged to discuss such
symptoms with their doctor. In the rare event thate is imminent risk for lethal or
suicidal behaviors, the group facilitator shoultlde locally mandated protocols.

V. Wrap-up: 5 minutes
A. If there is still time, ask for any other questons End the group by encouraging
preparedness for next week. Caregivers may wgot tiown questions that they think
of during the week, etc.
B. Homework Assignment:
1. Read about the Stages of Dementia. Next weekillvbe talking about how a
person changes when they have dementia. It caelp&il to understand what stage
of the disease someone is in so that you will leakietter understanding of what to
expect from the person. Sometimes caregivers pnefeto know what is coming next
in the disease process. If you are worried atkalking about patients in more
advanced stages than your husband, please let omedad we can discuss that
individually before the next session.
2. Think about one thing you'd like to work on wdilve are in group together. This
might be something you have wanted to do, but Ipawerastinated about or
something new that you might want to do by yourselivith your husband that
might help to improve your situation. You can witités down on weekly worksheet
1.3.

C. Action Plans:Remind participants to write down and work on thedividual action
plans.



TEP Group Session 2: Stages of Dementia

|. Review of Prior Week’s Session: 5 minutes
The facilitator briefly reviews the last week’s topnd homework assignments. For
example:

Last week we talked about dementia. Dementiaesm that describes the effects of
several different diseases of the brain. This weekuvill be talking about the stages of
dementia so that we can understand more aboutdie that dementia affects the person
with the disease.

During the week, we hope you've all gotten the deato read about the stages of
dementia on Worksheet 2(Rarticipant Guide pg. Y. I'm going to review the stages now
and you may want to read along with n&o, before we go on, please have your workbook
in front of you. If you don’t have it handy, pleaget it and let me know when you are
ready to go on.

lI. Education: 10 minutes
Stages of Dementia*

A. Over the last week you read about the stagesrokdtia. Understanding that stage of

dementia can be helpful in many ways.
= |t can help us to form reasonable expectationsvfat a person can do.
= |t can help us change the strategies we use tothelperson.
= |t can help explain some of the unusual behaviesee in dementia.
= |t can help us to anticipate what types of asstg#tdhe person will need now

and in the future.

= |t can help families to make plans for the leveas$istance they will need.

B There are many different ways to break the pmoésiementia into stages. Often,
people will talk about mild, moderate, and sevéages. The worksheet that you read is
based on the work of experts at the Alzheimer'e&8e Research Center of Washington
University in St. Louis, Missouri. This rating $eas often used in studies and by
doctors in clinical settings to estimate whereghgent is in terms of the progress of their
disease. It was developed for use with Alzheindissase but can be used with other
types of dementia as well. You may feel that ylmusband shows behaviors in two
levels. That is often the case because the sympbtbohesmentia can vary a lot from one
person to the next. For example, your husbandhmag many of the symptoms
described in level 1.0, but still be good at hibliwof playing cards. People often are
able to maintain an area of strength, especiallyisfone that they practiced a lot during
their lifetime. We’'ll talk about what level each ydu think your husband is in, but first,
I'll review the levels. It's important to remembbat we are always talking about
changesin a person's abilities. If | describe somethimgf the person was never able to
do earlier in life, and still cannot do, then weulbnot consider that to be a symptom of
dementia.

* Level 0-No Impairment: The first “stage” or level is Level & normal
functioning. This is the same as any person witldementia. We include a
normal stage when we think of stages of dementaume we realize that the
changes in the brain started happening a longltefere we can see changes in
the person’s behavior.

10



* Level 0.5-Questionable Impairment Impairment at this stage igtiestionable”
because the changes are so minor that your heaktpcovider could not yet
make a definite diagnosis of dementia. Some ddlohanges happen as part of
"normal” aging. In general, when they look baakmilies of people with
dementia can remember a period of time where thexg woticing very mild
changes, but thought that the person was justifigedtd”. It was not till the
patient's dementia progressed more that they eghiiavas not normal aging.
The person in Level 0.bas only a mild decline in their ability to do ai
activities but there is the beginning of deficitghinking abilities. Problems may
be seen with recent memory, judgment, reasoningplamhing ahead. Once in a
while, the person may be confused about the tingagfor the date, but they are
generally able to use a clock, a newspaper, oleadar to correct themselves.
They might even make a mistake and then correatsblres without any help at
all. Minor problems may be noticed in conversatiéior example, the person
may have occasional difficulty finding words. Thenay be problems with
performance of complex tasks like managing finandasing, and job
performance. The person may seem self-centerelibede or she is having
difficulty considering the needs of others.

* Level 1.0-Mild Impairment: By Level 1.0 the person has changed enough that a
doctor who is knowledgeable about dementia woufohidely make the
diagnosis. The person’s thinking abilities ar@amed. Along with problems in
memory and judgment, there are now declines inr@freas. These areas may
include orientation (knowing the day, time, and’sdecation), perception (such
as correctly understanding what the eyes are sgeitigntion, concentration,
language, and co-ordination. The person can ncelomgnage to take care of
himself completelyndependently. Some basic things like dressinghaving are
done fine most of the time, but the person may meechpting from others. The
person may need reminders to start an activityay need help keeping on track
to finish the task. When alone, the person in L&u& can lose track of time, may
not know what to do and may become anxious. Hieag become confused and
frustrated by his difficulty in understanding hig®undings. These changes in
thinking abilities may cause misunderstandingspisigusness, paranoia, and
delusional ideas about things that happen. Behavablems may develop at this
stage if the person does not have enough suppbselpifor performing everyday
functions. Specific changes depend on the aretieedirain affected and may
vary quite a bit from one individual to another.n@ersation may become
difficult. There may be increasing difficulty fintly words. The person may
sometimes make up words or facts. Some peopledeitientia are aware of the
changes they are experiencing and may complaineaf frustration or become
depressed. They may struggle to cover up theblpnas. Many do not have any
awareness and do not intentionally try to cover instead, when asked a
guestion, their brain will fill in the missing infimation. Because reasoning
ability is lost, it is very difficult, if not impasble to convince the person that his
mistaken idea is wrong.
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* Level 2.0-Moderate Impairment By this level, the person often is confused about
time and may be confused about where he is, whe Weh, and what is expected
of him. For example, our patients in Day Careroftelieve they are at work or
school. They lack awareness of goals and activitredl may have limited ability
to follow a conversation. However, most enjoyialization and readily respond
to one-to-one attention. Recollections from thetpaay be fragmented or
inaccurate, but the person is generally more cambte talking about things from
the distant past than about current events. Speats speech may be infrequent,
fragmented, or make no sense. Yes and no resptingasstions may be simply
“over-learned responses” rather than real choi€éesusing attention on even a
simple task can be difficult and the person mayrest-up and step-by-step
direction and assistance to complete any activitye person can be easily
overwhelmed by complex tasks or even too much iagtvound them. When
this happens, he may become agitated and upsemalieeact with aggression or
by trying to leave the situation and “go home” evéren he is already home.
Because attention span is short and thought presese concrete, the person can
more easily be diverted from problems than at easliages. By this stage, the
person can no longer effectively participate invdi¢s outside the home, but can
still go out with a caregiver.

* Level 3.0-Severe Impairment By Level 3.Q the person may not seem to recognize
objects or know what to do with them. Attention nieydrawn more toward
movement and sounds in the environment. The pesthis level needs to be
totally cared for by others but may cooperate impge ways such as holding up
an arm or using a spoon or fingers to pick up foblé. or she may often be
incontinent. Requests to sit or stand may be Vighb but may require repetition,
extra time or modeling (showing the person whatdp The person may resist
care because he does not understand what is hagpeté may be confused by
verbal directions. He may be frightened by bemghed. He may be
uncomfortable because his movement is being résdricMoving about often
seems purposeless, and the person may have tiadpeng his balance when
walking. Spontaneous speech may be infrequemfeated or garbled, and may
make little sense. At this stage, the person seéemsnpaired to attend any
activities outside the home.

C. Group Activity: Staging the Level of Dementia (D minutes). The facilitator will now
ask each of the participants to discuss what leeehusband may be in. The facilitator

will ask each caregiver to state what stage she fes husband is in and describe what
caused her to believe that.

Take a minute to write down your husband’s levett@nbottom of Worksheet 2.1.
(Pause for caregivers to think and write.) Now Wwgd around and have everyone say what
level they feel their loved-one is in. Pleaseftyitell me the level or levels you think
apply and brieflygive me a few symptoms that make you think ha that level.

12



The facilitator should record the level selecteddach caregiver. After group, it can be
helpful for the facilitator to send out informatipertaining to that level.

If there is time, the facilitator should encouralge members to discuss their reactions
to talking about the progression of illness. Thalitator can prompt the participants to
discuss how their husband'’s ability to performragge task, like making toast or getting
dressed, has changed and compare such perforniendedcription of stages. It has been
our experience that caregivers may have an emadtieaetion when they become aware
how far the patient has traveled in the diseasega The group should be encouraged to
talk about their reactions and their thoughts albowt their husbands have changed over
time. The facilitator can begin the discussios thay:

Sometimes caregivers are surprised when we talutatages how far their loved-one
is into the disease process. Did any of you hiagekind of reaction to the discussion?
(Pause for responses) Did anyone have any othes gfreactions to the discussion?

[Il. Check-in on Individual Action Plans: 10 minute
In this section, the facilitator will check-in bfig with each participant regarding any
action plans that had been developed in the fass$isn. The facilitator will also check-in
with the group as a whole regarding homework assegs. The facilitator will remind the
group that this time is only to briefly check in.

Remember everyone should be choosing an action piaou are having difficulty
deciding what to work on, think about your persayadls as a caregiver. What would you
like to change in your care giving role? For exdmp caregiver might have a personal
goal of getting better control of her temper whka feels frustrated with the patient.
There are several things she might want to tryelp her keep her temper. She might try
reminding herself that the patient is repeatingdathbecause he does not remember
having just talked about the answer to his quest®imne might want to avoid mentioning
plans ahead of time so that the patient does notvemd repeatedly ask when they are
leaving. She might also want to take some timeaodtleave the room for a few minutes
when she feels she is getting close to losingdraper.

You might have a personal goal in mind, but maydremme ideas for what type of
action plan may help. For example, you might warfind a way to help your husband
bathe that doesn’t make him upset. That's whegegtbup can be a big help. We can
“brainstorm” ideas together. Someone else in tbegmay have already found something
helpful to her that might help you too. So we alirwork together to develop action plans
for everyone in the group. So you might not havaction plan yet, but be thinking and
let us know if you need some help. If you aremeaidy to talk about it this week, be ready
to talk about it next week.

When you think about your action plan, remembeané&ke sure it is something you can
change. Unfortunately, you won't be able to chathgefact that your husband has
dementia and that the disease has changed hiesbilOn the other hand, there may be
things you can do to improve the situation. Faregle, you might want to help change
your husband’s problems with remembering thingsu ¥hay not be able to change his
abilities but you may be able to make a plan vh#hhelp of the group to use memory aids
that can help him remember things. Likewise yoghhhave a goal of getting your
husband to talk with you more. It may not be palssio have as extensive a conversation
with your husband as you used to, but you may ketallearn ways to encourage him to
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speak with you more frequently. You may not beedblchange the amount of supervision
your husband needs, but you may able to find som&msit with him so you can go out.

Notes for the Group Facilitator Helping to Develofction Plans

Group facilitators should help the participantsalep action plans for things they can
personally control. For example, a caregiver maptwo get her daughter to help out
more. She could implement an action plan to dstwes needs with her daughter. After
this has been done, however, there would be relgtfew other options to control the
daughter’s behavior. Instead, the caregiver cbaldsked to reframe the problem as
needing more help (not necessarily from her daughted then the group can use problem
solving to find other strategies to meet her n&ad are under her control (e.g., paying for
someone to watch the patient while she goes out).

In a similar vein, caregivers sometimes try to gehehaviors or symptoms of
dementia over which they have little or no contrBbr example, caregivers often wish to
reverse the continually developing apathy thabimmmon in Alzheimer’s disease. When
caregivers select symptoms that are directly aiaible to disease process, such as apathy,
and there is little hope of change, they shoulthimed that they may not be able to
have much of an impact on the symptom itself. dirbe helpful for their action plans to
focus on activities such as reading about typieah@ntia behaviors or attending support
groups that will help them to be more acceptinthefsymptom. They may also benefit
from taking time for themselves or performing otkelf-care activities.

In another example, incontinence is a common proliledementia care and is often
the direct result of the disease process. Thegoamewill not be able to change the impact
that dementia has made on the patient’s bodilytians. On the other hand there are
several things that can help the caregiver bettarage the incontinence such as use of a
toileting schedule, increased assistance whertitalleand use of diapers or incontinence
pads to lessen the amount of laundry and cleahiugwill need to be done.

Group facilitators will benefit from a solid undeaeding of the dementia process and
symptoms, and some experience in attempting to ladteaviors related to dementia. Such
knowledge and experience will be invaluable in hrgjghem determine which types of
action plans are likely to result in change. Agmahrule of thumb, however, is that action
plans that seem to be having little impact will shée be re-evaluated. Alternative
approaches to the problem should be brainstormedebgroup and implemented by the
participant. Action plans can certainly includensoltation with the medical provider or
behavioral health provider. When there is litit@ege on the part of the patient, and all
appropriate professionals have been consultesljntportant to first insure that the
caregiver understands that the behavior is patieotlementia process. Following any
needed education, the facilitator should thendrigelp the caregiver focus more closely on
emotion-focused coping strategies such as takiegkisrand participating in pleasant
activities.

Finally, it has been our experience that some @pants will have difficulty grasping
the notion that they can successfully change angthivVhen group participants continually
repeat or rehash the same problem, they shouleréygbut firmly, encouraged to
develop an action plan that can result in a chariggay be helpful to encourage the
caregiver in this situation to select another pgabbr a smaller, more manageable piece of
the problem about which they are complaining. rkigdively, a caregiver in this situation
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may be expressing frustration and high distressepgatedly commenting about her
difficulties. It may be helpful to ask such a giver to focus on self-care activities that
may provide some emotional relief. Use of respeevices may also provide some relief
for the highly distressed caregiver.

The group facilitator will need to strike a balarlmetween focus on action plan
development that may result in long-term improvetnand managing pressing problems
as they arise for the group members.

While we will be focusing on developing and tryiogt your action plans, you may
have a pressing problem that comes up during tie& wk’'s okay if the problem is
different from your action plan and you want usi&dp you out. For example, let's say
that a caregiver had an action plan to help henbee patient with her husband’s repeating
himself. Her action plan might be to leave thenndor a few minutes when she feels
herself getting frustrated. But, let's say that Inesband suddenly refused to take a
shower. We could use some of our problem sohimg to help her with that problem.
We don’t want to ignore a pressing problem wherormes up! If you have something,
please let me know and if we don’t have time tk &dout it during group, I'll call you so
we can talk individually.

The facilitator will lead the discussion by brieftiiecking in on any action plans she
knows about and then checking in with other membEm® example, “Mrs. Smith, you
were working on reminding your husband to use titerdoom every hour. How did that go
this week?” Then, the facilitator will turn to tleéher group members and prompt as
needed. “Has anyone else started working on aonagltan this week? (Members
respond.) Mrs. Jones, do you have any ideas abpoacttion plan? Maybe the group can
help you. Let’s use our problem solving time téphgu develop your action plan.”

V. Problem Solving and Further Action Plan Developent: 15 minutes

This week, the facilitator will focus on one paip@nt’s action plan development
(unless there is a pressing problem that can nif.wRuring action plan development, the
facilitator will point out similarities between ganipant(s) concerns/problems and
encourage others to make similar action plans psoppate. Action plans will focus on
behavior management, communication strategies,iemfiicused coping, and problem
solving regarding access to needed care or resaurce

During this section of the meeting we will be warsitogether to solve problems.
We’'ll be using the Problem Solving method depiatadNVorksheet 2.2Participant Guide
pg. 8)in your workbook. As | mentioned last week, thestmportant part of problem
solving is the brainstorming step. We need to nsake we get all the ideas out on the
table before we get sidetracked by evaluating iddial ideas.

Before we get to brainstorming though, we needetsure we all understand the
problem we’re working on. We need to be specifiow the problem. For example, you
may have a general goal of being a better caregitet’s a great goal but too general for
us to come up with an action plan. We will neegitodown how you want to be better.
Do you want to show more patience? Do you waulota better job at helping your loved-
one do something, like take a shower? The moreifspee are about the problem, the
easier it will be to come up with ideas to solve pmoblem.

As a group, we’ll brainstorm as many ideas as we ¢éou may want to jot down
notes so you can keep track of the ideas. I'ltarizelp with that as well. At this point we
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do not want to evaluate or criticize the ideas bseahat might stop people from making
suggestions.

The next step is to evaluate the ideas. Some ilyenpossible even if they are great
ideas. Some may be too hard to try. Some idegsneed a little fine-tuning to fit with
your family. By evaluating all the ideas, we’lh@l the one or ones that are best for you.

V. Wrap-up: 5 minutes
A. If there is still time, ask for any other quessorEnd group by encouraging
preparedness for next week. Caregivers may wgnt tiown questions that they think of
during the week, etc.

B. Homework Assignment: Think about the stages of dementia and as yowisneyour
spouse this week notice the type of things he nkeljswith. You may be helping him to
function more than you realize! Also, please idgrine problematic behavior exhibited
by your spouse that you would like to work on dgrirext week’s meeting. You can write
this down on weekly worksheet 2Barticipant Guide pg. 9)

C. Action Plans: Remind participants to write down and work on tthedlividual action
plans on weekly worksheet 2.3.
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TEP Group Session 3: Behavior Management Part |

I. Review of Prior Week’s Session: 5 minutes
The facilitator briefly reviews the last week’s tophat was focused on stages of dementia
and the “homework assignment”

Il. Education: 15 minutes
A. Challenging Behaviors - 5 min (Worksheet 3.1Rarticipant Guide pg.1p
Coping with behavioral symptoms of dementia caoie of the most challenging
aspects of being a caregiver. What do we mearnéfenging behaviors?

= Behaviors that may endanger the patient, ex, wamglaron-compliance
with medication, eating excessive sweets if théepats diabetic

= Behaviors that may endanger others, ex., aggresssgedriving

= Behaviors that make life more difficult for the egivers and family, ex. verbal
aggressiveness, swearing, apathy, pacing, agitatednsional beliefs,
hallucinations, depression, inappropriate behawsach as disrobing,
inappropriate comments, unconventional social behsaysuch as making
unusual or embarrassing comments in public, “Wdat tvoman is really fat!” or
hurtful comments to a loved one, “This is all ydamlt, you never do anything
right,” or when a caregiver is trying to help, “Yaue always trying to boss me
around!”)

= Challenging behaviors may be different over thersewf the illness. For
example, in the early stages, apathy, difficultyhvimitiation, and irritability are
common. In the middle stages, wandering, agitg@gspecially when the patient
is confused), refusal to cooperate with care, begmsleep disturbance, and
“shadowing” become more common. As the diseasgresses into the later
stages, agitation may be worse and sleep distueb@ay be worse. Of course,
each patient differs and your husband may not hayeof these symptoms or
they may be problematic at different times.

B. Progressively Lowered Stress Threshold — 5 min

Each of us has our own level of stress that westamd. Some of us are more tolerant
of stress than others. When stressors build uggwsatually cross the level, or threshold,
that each of us can bare. When that happens,agelvg getting angry, crying, getting
upset, storming off, or withdrawing into ourselvéd/e all have our own way of reacting.
Dementia causes a person to be less able to with#tea normal everyday stressors. As
the disease progresses, the person with demesstia loaver and lower stress threshold. It
might take only one or two minor stressors (forregke, being a little hungry or cold,
having someone ask a question that he or she rmané&mber the answer to). Because so
many things are confusing or frustrating the pemsdh dementia is at risk for stress. For
example, the person with dementia may be cold butealize that he needs to put on a
sweater. He is uncomfortable and starts pacingh@ndbe irritable. Then the caregiver
says, “We need to get ready to go out.” The pewgtindementia becomes angry and
starts yelling. The caregiver feels that the paties exploded for no reason at all.
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C. Becoming a Behavioral Detective - 5 min (Workslet 3.2,Participant Guide pg. 1}
Caregivers can help their loved ones with demédntiproviding a structured
environment that has multiple cues for appropieieaviors. When “behavior problems”
arise, we can see them as clues that the perstmressed by something, confused, or upset.
By doing some detective work, we can understandoéileth avoid those upsetting
behaviors.
There are three basic areas to examine, the ABCs BEhavior:
Antecedentgthe things that come before): signals or cugs &&w someone
may behave. They may be external: tone of voideld &nows his mother may
give a punishment when she calls him using his lmiddme), knowledge of a
police car. They may be internal: hunger, emotiansl iliness.
Behavior Look at the exact form of the behavior; think abtihe meaning within
the context of what you know about the person.
Examples:
= Following someone — seeking security, or seekitensbn, or does
not know what else to do.
= Wandering — trying to escape or go to a speciface) or seeking
stimulation. Sometimes comments that person is mgagan give
helpful clues.
Consequencesvhat happens after the behavior): The “paychéokthe
behavior. They may be planned, for example, a pgedreward for getting an
‘A’ on a report card or getting paid for working.hey may be unplanned, such as
kids getting attention from Mom every time they qeha

We can only directly change the A or C of the ABEst people with dementia, we
usually emphasize the A part of the ABCs. Changjiregconsequences means that the
person must learn to expect different results. Rewfih dementia are going to have a hard
time learning that consequences have changed.much easier to change the antecedents.
Here is an example of a case where it was impottactiange the A, or antecedent:

Three daughters were caring for their mother whibdementia.
Mom lived with a different daughter each weekwdts a bit
difficult for their mother to change houses eaclekydut it was
the best the daughters could do. Mom was flushargyhose
down the toilet every night, causing great difftgul The daughters
thought Mom was doing this as a way of telling thibat their
care was not good enough. The psychologist whohehsng the
family suggested that their mother’s behavior caitib be
interpreted as just not knowing what to do with pantyhose and
being embarrassed. He had the daughters buydhtbe same
hampers and put one in Mom’s bedroom in about dn@esspot in
each house. Each daughter prompted her mothedétre, “It's
time to change for bed. Put your pantyhose in.heFae problem
was solved in the first week. After a few weekg tlaughters
came back because the problem had started agéier. aAlittle
detective work, it turned out that one daughter imaded the
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hamper to the bathroom. When the hamper was edumthe
bedroom, the problem was solved and did not reagein.

There are four important points to this examgtést, the psychologist had to be a
behavioral detective to find a way to help the fgmBecond it was important for the
daughters to avoid making assumptions about thethen’'s behavior being “on purpose”
to intentionally convey a messagghird , changing an Antecedent (having a place for
dirty clothes and prompting the mother to use @hemight) was all that was needddast,
but not least, it was important to be very consiste implementing the plan.

D. GROUP ACTIVITY: Behavioral Definition -15 min

One of the most important parts of becoming a BelmavDetective is knowing what
behavior you are focusing on. Turn to Workshe2tii3your workbook. Take a minute to
jot down a description of a behavior that is chadieg for you. It would be a good idea to
use the behavior from your action plan if you hakiesen to work on a particular behavior
of your loved one. For example, last week you migtve decided that you wanted to try
to avoid getting your husband agitated when heisdgobathed. (Or the facilitator uses an
example of a patient behavior that was discussddeek. If caregivers have selected
action plans to focus on their own emotional copftii see my friends more often,” they
will need to choose a behavior of their husbandridliis exercise.) If your action plan
does not involve a behavior of your husband’s @edmose a behavior for today to
describe. Describe the behavior so that anyoreunderstand exactly what you mean and
know when it has happened.

So a visitor might not be sure if you describe lehavior as “he gets mad at me,” but
if you say, “he raises his voice and swears” tlsgtoi will be pretty certain about what you
mean. Let's go around and read your descriptitime rest of the group will tell you if
they are sure about what you mean. (This tends spmething the caregivers need help
with. It’s often difficult for the caregivers tanderstand the importance, but if it's a vague
situation, they will have a mixture of data thatlwiake it hard to find a pattern with. Try
to push them to be very specific.)

Now turn to worksheet 3.@articipant Guide pg. 13) Write your behavioral
definition at the top of the page. (Pause brigflgWw look at the rest of that page. It has a
chart for you to collect information about the bebathat you are focusing on. Each
caregiver writes the behavior at the top of sh&slow this the sheet is divided into four
columns.

Example follows on the next page
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Here’s an example

When? | A: Antecedents | B: Behavior C: Consequences
Things That What Happened Next
Came Before

Tuesday | We were getting | John suddenly | | tried to stay calm, but ended up

at about | ready to go to became very yelling back at him that | was only

8 am ADHC. Itold angry and started trying to help.

John it was time
to get dressed.

(Encourage them
to note who was

swearing at me.
(Encourage them
to make notes of
what patient was

(Encourage them to be as specifig
possible. | often find when we
review that we need to ask for mo
details about A and C, but that’s

as

e

present, what okay.)

was happening).

saying.)

For this week, it is only important that they aleat on what they should be taking
notes on. They should be discouraged from makssgraptions about the cause of the
behavior or planning an intervention until aftee thext group session. The facilitator
should stress that the goal is to get enough irdtion to discuss the behavior without
overwhelming the group. We realize that you amy veisy and it might be hard to write
things down. So please, jot down only what youdrtegog your memory when we talk
next week. Feel free to use abbreviations analisiinstead of writing out every word and
name. If the behavior happens more than oncenieek, try to take down some notes
each time it happens or for at least a few of ittne$ because it will help you to discover
patterns. If this is something that happens mieltijnes in one day, just try to “sample”
the behavior a few times during the week. Thatmagtake enough notes so you can see
the patterns, but don’t feel you have to writeatvth every single time. It is also best if
you are able to jot down your notes as soon aslgesster the behavior happens so it is
fresh in your mind. Again, we know that might hetrealistic for you. Just do you best to
jot down your notes during the same day when yme laaquiet moment. Remember, like
the daughters in the example, don’t jJump to anyckhamions about what is causing the
behavior or why your loved one is doing it. Trykieep an open mind!

lll. Check-in on Individual Action Plans and Action PlaBevelopment - 15 min

The facilitator will check-in briefly with each pasipant regarding any action plans she
had developed in earlier sessions (as appropri&teyv have your action plans been
going? If your action plan involves trying to clggnor avoid a challenging behavior, you
can apply this week’s discussion and homework tyréc it. Let’s briefly check in on
your action plan progress before we help someottegroup problem solving.

The facilitator then goes around the group askamheerson in turn about their action
plan. If the facilitator cannot get to everyonelea®ek, he or she should make sure to
check in with at least one or two new group membeach week to ensure that all members
eventually develop action plans.
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IV. Problem Solving and Further Action Plan Developmeni0 min

Last week we went over the problem solving modat th presented on Worksheet 2.2 of
your workbook. This week and all remaining weeke,will use the model to work on at
least one problem you are experiencing duringtthis. Who has a problem they would like
to work on this week? The facilitator will focus @2 participants’ concerns in detail.
Using problem-solving strategies and multiple refies to information that has been
presented in prior sessions, the facilitator va#id the group in problem solving and
developing an action plan for the participant(Ehe facilitator will point out similarities
between participant(s) concerns/problems and eageusthers to make similar action plans
as appropriate. Action plans will focus on behanw@anagement, communication strategies,
emotion-focused coping, and problem solving regeydiccess to needed care or resources.
If no one has a pressing problem, work on actiamglcan continue.

V. Wrap-up: 5 min
A. If there is still time, the facilitator can ask fany other questions. End the group by
encouraging preparedness for next week. Caregmayswant to jot down questions that
they think of during the week, etc.

B. Homework Assignment:Your homework assignment this week is to be a Bienal
Detective by using the Behavioral Observations Steegecord the behavior that you
described today. The facilitator should stress ttiea caregivers only need to write enough
so that they can remember what happened. It wmeilgkeat if they could write down the
events every time these things happen, but we tedr realistic. Caregivers are very
busy and so it is okay if they can only write daotlvese things occasionally. They just
need to get enough information so we can talk abonte of the events during the next
group. Also, the facilitator should remind theemivers to keep an open mind and avoid
jumping to conclusions before they are done takiiaiz.

C. Action Plans: Remind participants to write down and work on thedividual action

plans. Remember, if your action plan is about @wgj a challenging behavior, you are
already working on it in your homework assignmeNt need to do double duty!
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TEP Group Session 4: Behavior Management Part Il

|. Review of Prior Week’s Session: 5 minutes

The facilitator briefly reviews the last week’s topn becoming a behavior detective and
behavior management strategies and the “homewsigrasent”

[lI. Education: 30 minutes

A. Applying the ABC’s of Behavior Management.

Last week we talked about the ABC'’s of Behavior lsigement. This week we will
use the information you noted over the week to fdehs about avoiding or managing the
challenging behaviors you selected. Please lotheanotes you took over the week while
| talk about the ABC’s. Worksheet 4(Rarticipant Guide pg. 15"Applying the ABCs of
Behavior Management” gives you a place to takesnab®ut the things you observed last

week.

A = Antecedents The facilitator reminds the group that antecesl@ané the things

that come BEFORE. He or she asks the caregivdo®kdfor patterns in who,
what, when, or where behaviors happened. The t&citiencourages the members
to jot down what they noticed about antecedenté/orksheet 4.1.

WHO: Sometimes we see that specific people cause arpetith dementia
to be upset. We believe that this may happen vahgerson looks like
someone from earlier in the patient’s life who fagient did not like. Other
times, it may be the tone of voice the person nsésmay be that person
speaks too quickly.

WHAT: Think about what was happening when the behatéotezl. One of
the most common difficulties for caregivers of dereis trying to help with
bathing or grooming. Another common “what” is wHamily is visiting and
there is too much activity for the person to talera

WHEN: Look for patterns in the time of day. Often wleeperson seems
agitated at a certain time of day there is a bicllgeason. He or she may be
hungry or need to go to the bathroom. He or shgmage arthritis and the
pain medication is wearing off. Or maybe, someghiappens at that time of
day. In nursing homes and hospitals, at changaiétftime, there is a lot of
activity and sometimes that causes patients torbeayitated. Or is it that
your loved one getting upset when you are tryingeip him dress or bathe?
So, think about what is happening at that timeayf @nd what can be done
differently.
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= WHERE: Sometimes a certain place can cause difficuBgme patients
become anxious when they need to go to the VAriax@pointment. They
might think that their family is going to leave thehere. Or the place may be
too stimulating (have too much activity) for theipat to tolerate it. Imagine
that you suddenly found yourself in another coumthgre you could not
understand what people were saying to you. Thghniie frightening and
overwhelming! So if there is a place that seentsatgse trouble, you can
think about what might be causing the person tbueseomfortable.

B = Behavior: The facilitator notes the importance of keepinguiged on only one
thing at a time. If we try to take data on ABCswdre than one behavior at a time,
we will not see the same patterns. The facilitatgain encourages the members to
use Worksheet 4.1 as the discussion continuesdéfieed the behavior last week.
Do you notice any difference between the way yacdeed the behavior and
what you noticed happening? Sometimes we thinknedooking at one behavior
but there turns out to be two different behavidfsr example, Dr. Wray was
called to a medical unit to help with an elderlghjyavith dementia who was
recovering from a hip fracture. The nursing stafiorted that she kept calling out
“Help, help, help,” without stopping. When Dr. Wrabserved more closely, the
patient was calling out “help...help...help” whenevie svas left alone in her
room. (Facilitator should use calm, but persistene of voice.) When the nurses
tried to help the patient walk, she cried out, ‘{lefielp! Help!” (Facilitator should
use a frantic tone of voice.) So there were reBIWO different behaviors. The
first was happening because the patient couldemaember where she was when
left alone in the room. She was calm and quietnndiee was brought to sit in the
hall near the nurses’ station where she couldissgeshe was not alone. The
second was an expression of her fears about fallnigthe nursing staff
concentrated on reassuring her and telling heimiple sentences what they were
doing; “Now we are going to help you move to thd.beSo did you notice any
differences between the behavior you describednask and the behavior you
observed? Caregivers will note any changes ofispethat differ from their
original description.

C = ConseguencesThe facilitator reminds the group that conseqesrare what
happen after the behavior and they can ask theesslmnilar questions (who, what,
where, when). It is important to try to focus moreantecedents because learning
new behaviors through reinforcement after the bienas very difficult for someone
with dementia. However, the facilitator and theeggver need to be alert to the
possibility that the patient is gaining attentignadbbehavior (not intentionally!) and
that he may need to have other behaviors rewardédattention. Likewise, the
behavior may result in escape from a frightening\ersive situation. It is essential
to emphasize that the person with dementia doekat@ve this way intentionally.
We will mainly focus on the A’'s and B’s of the ABE’ This is because it would be
very difficult for the person with dementia to @mstand and remember that if he
were to do something a certain way that it wouldy‘pff.” So when we think about
how to avoid or change a behavior, we will thinlkabchanging the antecedents.
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But we need to keep in mind that the behavior begaining the person attention, or
escape from something that is frightening him. M&y not focus on changing the
consequence, but it may tell us something about thiesperson is experiencing. For
example, if a patient yells and gets angry evengthe is in the shower, it may be
that the water coming down on his face is frightgrio him. It may be time to
change to taking baths instead.

B. GROUP ACTIVITY: Application to Specific Situatio ns:

The facilitator has the group members review tHata collection sheets. The
facilitator prompts the members to look for patteimantecedents, hints about context of
the behavior, and patterns of consequences. Théarsroontinue to complete Worksheet
4.1. while the facilitator asks the following quess:

= Does the behavior seem to happen around the saraetiday?
= Does the behavior seem to happen in the same place?
= Does the behavior seem to happen during the sativéyaies)?

The facilitator helps group members to look fongs they can change to avoid
specific antecedents, and encourages group meiableetp each other come up with
ideas. Emphasis should be placed on changing teeeatents. Caregivers may need help
in examining their own role in the antecedents béhavior. For example, is it the tone of
voice they are using? Is it that they are pusktegpatient to move too rapidly? Are they
asking too much of the patient?

The facilitator reminds group members about pragivesy lowered stress threshold.

Is the behavior an example of that? Does the pessihn dementia need more help in
performing a specific activity?

The facilitator and group members develop plansifanaging behaviors over the next
week. The facilitator can use the Action Plan teme Problem Solving time to
accomplish this.

Look at Worksheet 4.@Participant Guide pg. 1y“Behavior Observation Sheet 2”.
This is very similar to the sheet you used lastknaé there is an important difference.
There is a place for you to write in the behaviou yre working on just as before, but
notice that now there is a place for you to writeatwou plan to do differently this week.
Take a minute to do that now. (The facilitator easist the caregivers by giving an
example. Mrs. Jones, you noticed that your huslhasdeen getting upset when he was
trying to get dressed even though you lay out luthes. This week you are going to try
staying in the room while he dresses and giving tira piece of clothing at a time. So
you would write that down in your plan.) Theralso a new column on your sheet. You
may want to write down thoughts or comments abowut four plan is going. For
example, if you are trying to keep your tone ofceocalm, you can note there if you were
successful.
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Il . Check-in on Individual Action Plans - 10 min
The facilitator will check-in briefly with each pasipant regarding any action plans she
had developed in earlier sessions (as appropriaéte)v have your action plans been
going? If your action plan involves trying to clggnor avoid a challenging behavior, you
can apply this week’s discussion and homework tiréc it. Let’s briefly check in on
your action plan progress before we help someottegvoup problem solving, or work on
developing new action plans.

V. Problem Solving and Further Action Plans Devglment- 15 min

Does anyone have a problem they would like to vaorikthis week using our problem-
solving model? We might want to use this time théek to help each other come up with
plans for behavior management (if not completedlbgnembers earlier in this session).
The facilitator will focus on 1-2 participants’ amerns in detail. Using problem-solving
strategies and multiple references to informatiat has been presented in prior sessions,
the facilitator will lead the group in problem simlg and developing an action plan for the
participant(s). The facilitator will point out sil@rities between participant(s)
concerns/problems and encourage others to makksmstion plans as appropriate.
Action plans will focus on behavior management, oamication strategies, emotion-
focused coping, and problem solving regarding acteseeded care or resources. If no
one has a pressing problem, work on action plancoatinue.

V. Wrap-up: 5 minutes
A. If there is still time, ask for any other questio&nd group by encouraging
preparedness for next week. Caregivers may wgot tiown questions that they think
of during the week, etc.

B. Homework Assignment: Continue behavioral data collection. Focus on@tdents
and consequences of behavior. Use new data coltesiieet to comment on how you
did things differently (Behavioral Observation Shée).

C. Action Plans: Remind participants to write down and work on thedividual action
plans using weekly worksheet 4Barticipant Guide pg. 18)

D. ). Remind them that their action plans and homewaal be the same thing this
week.
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TEP Group Session 5: Improving Communication Part |

|._Review of Prior Week’s Session: 5 minutes
The facilitator briefly reviews the last week’s topbout behavioral intervention strategies
and the “homework assignments”.

ll. Education: 15 minutes
A. Communication Changes in Dementia: Overview

Today we will begin to talk about a very importémpic, communication. You can
follow along on Worksheet 5(Participant Guide pg. 19)

Communication becomes more challenging as dempriagresses. Age related
sensory changes occur for all people of advanaddge. It is important not to ignore the
impact of age-related sensory changes on theyabflpersons with dementia to
communicate.

In addition to age-related sensory changes therprafound changes in the brain of
persons with dementia that impede the processinmgfaination and their ability to
communicate. It is important to understand thaseéhshanges are not merely cognitive.
Profound changes in the brain can lead to moodratadiies, impaired thought processes,
and physical health problems (particularly latéhi@ disease process). For example, there
may be hallucinations when dementia is severenBiaanges also cause progressive
deterioration in ability to conduct daily activéisuch as managing money and driving a
car, and in later stages of the disease, the peafoce of basic self care activities. There is
also frequently a negative impact on social skifigl social interest, including willingness
and interest to engage in activities. There may laésbehavioral changes such as
wandering and agitated behavior that are challgngircope with. All of these
impairments can interfere with communication.

Communication problems differ depending on the psgion of the dementia. In early
dementia conversational ability is still largelyant. However, words may become harder
to find and naming difficulties may be noticed. Tédenay be more frequent requests for
clarification and confirmation. More frequent corsegional turns may be needed to hold
the person’s attention. Vocabulary begins to bédichbut this may not become apparent
until later stages of the disorder.

As the disease progresses there are breakdowmngpargsentence structure and
increased difficulty in finding words. Speech beesmwague with increasing use of
indefinite references, and a decrease in topic teaamce. Missing words and phrases
become more common with poor noun choices andiecbyerbal tenses. Still, the person
with dementia is still able to maintain communioatif they have a patient and
understanding person with whom to communicate.

In late stages of dementia, people have more diffianaintaining any conversation.
The person still tries to communicate verbally. dialy, however, there is more difficulty
in forming words and the person may become mutepleeat this stage may understand
more than they are able to convey. Even in the \aeystage, people with dementia still
send and receive non-verbal messages and theynegptouch.

General Strategies for Communication:

Here are some things that caregivers can do todiégy persons with dementia to
continue to communicate.
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1. Address sensory deficits
Caregivers and all those who intevati older people with moderate and severe

dementia should first consider the impact of changevision, hearing, taste, smell
and touch that are age-related. Vision deficits lagating difficulties, in particular,
can impede communication and cause older persomghdraw or become
confused. The first step in any effort to improweenunication with persons with
dementia should be a careful assessment of treeiaiand hearing acuity. A
medical evaluation can help to identify deficitfldead to treatment for vision and
hearing problems that can be reversed or arrel$teah also inform caregivers
about irreversible changes in vision and hearinthabcaregivers can take
appropriate remedial actions such as helping theopewvith dementia to use
eyeglasses, hearing aids, and other adaptive device

2. Ensure that environmental stimulation and physicahfort are not interfering

with communication

Environmental and physical stimuli affect commuaticn. Caregivers should
consider how the environment is affecting the abof the person with dementia
to communicate. For example are background nomgegering with
communication? Is lighting inadequate? Is the@etaungry, or uncomfortable in
some other way, for example, too warm or too c@itier persons with dementia
may not be able to communicate how environmentalgaysical stimuli are
affecting them so caregivers need to be sensitant to anticipate these factors.

Recent studies have indicated that older people démentia may actually
receive less mediation to control pain from arifiir other health problems than
persons without dementia. Caregivers should erthateolder persons with
dementia are receiving the medications they neednitrol chronic health
problems and reduce any pain or suffering they beagxperiencing

3. Be aware of the demands of the environment
With advancing age and dementia progression, irdtion processing slows and
becomes impaired. Environmental demands need noabehed to the abilities of
the person with dementia. Caregivers should engeunider persons with
dementia to use existing skills but at the same tat expect them to do things
they can no longer do.

4. Understand communication deterioration as dem@@ntigresses
Some of the changes in communication that are egedowith different stages
of dementia are shown in Worksheet @2rticipant Guide pg. 20and some of
the strengths remaining are shown in WorksheefPa#icipant Guide pg. 21)
Go over Worksheet 5.2 and 5.3.

As dementia progresses vocabulary is reduced andl fimaling becomes more
difficult. To make up for the deficits a personhvdementia uses words that are
related to or associated with the intended wordisTh caregiver has to listen for
the meaning behind a message that may not be yeguhhrent.
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The pragmatics or “rules” of communication thattake for granted are
gradually lost. Thus, it becomes more difficult foperson to engage in and
maintain a conversation. There is increasing dgoes more free association, and
more talk that appears not to make sense. Bechlbbsedames more difficult for the
person to communicate there is gradual withdraveshfconversation
opportunities. The same time the person is haviagerand more difficulty
communicating, caregivers and others around theopesften become more
frustrated. They tend to give negative verbal amatverbal feedback to the person
about their communication abilities. This helpsrtake the person with dementia
more withdrawn. Therefore, it is important to remealm. When you feel yourself
getting angry or upset try the deep breathing esemresented in Worksheet 5.4
(Participant Guide pg. 22df your workbook.

In advanced dementia, verbal comprehension becwergdimited. The person’s
vocabulary becomes increasingly imprecise and “grhpersons with advanced
dementia often repeat phrases and respond in amatit or reflexive fashion with
a few words they can still find such as “thank you™that's good.”

It is important for you as a caregiver to underdtdrat these changes are all part
of the disease process.

C. Link between Communication and Agitation: 5 minutes

Communication consists of both verbal and nonvaridatmation. Some say up to
80% of the information we receive when communi@atomes over nonverbal channels.
As we have been discussing, people with dementia blaanges in their ability to
understand and produce verbal communication. Hewelrey seem to retain a good
understanding of nonverbal communication for a veng time. Can you think of
examples of nonverbal communication? The groupudises ways we convey information
nonverbally. The facilitator makes sure that feeipression, physical gestures, and tone
of voice are mentioned.

The facilitator uses the example of 911 operatiMany people have heard clips of
911 operators on TV. Have you ever noticed the tfnvoice the 911 operators use?
Why is that important? (Calm, reassuring operagyp$person in crisis stay calm and
follow directions until help arrives.)

The same is true when person with dementia is upsdtct, person with dementia is
even more likely to respond to tone of voice. Renber that they become more dependent
on their environment. The facilitator has the grauedict what happens if caregiver
sounds anxious or angry when person with demesntiefusing to do something. (Person
with dementia is likely to become angry or anxipus.

The facilitator has the group think about the otfiezction, i.e., how does caregiver
feel when person with dementia yells at them? Hgy think that their emotions are
conveyed when they answer? Are they likely to lpaltk? The facilitator uses the
example of an argument that the couple might haderhany years ago. One person
sounds annoyed, so the other gets annoyed. Thisslae first person angry and the other
gets angry. And so the situation escalates an@soms people end up fighting but
neither can say why they started. It's easy, enxaaral, to continue that same pattern now
with your husband who is suffering from demenfidne person with dementia is more
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dependent on their environment, so if the caregtaarcontrol her tone of voice, she is
likely to be able to help the patient calm down.

GROUP EXERCISE (5 minutes):

It can be helpful to practice using our voicesififiedent ways so that we can be more
aware of the how our voices change. Let’s takerata to practice. I'm going to ask that
each member take a turn to say “Put on your shkirst say it in a frustrated or angry
voice like this. The facilitator demonstrates.eftsay it in a calm and relaxed voice like
this. The facilitator demonstrates again. The groan discuss the exercise. The
facilitator should remind the members about theodweathing exercise on Worksheet 5.4.
If there is time, the members can try the exerdigeng the session.

lll. Check-in on Individual Action Plans: 10 minutes
A. The facilitator will check-in briefly with each pgaripant regarding any action plans she
had developed in earlier sessions (as appropridieg. facilitator will also check-in
with the group as a whole regarding homework assegris.
B. Examples
= Education:Did you all read the pages in the manual for gnmgeting 47?
= Problem SolvingMrs. Smith, last week you planned to try turnoffithe TV
while you helped your husband dress. How did gjo& Mrs. Jones, you were
going to work on keeping your voice calm when ybusband started to get
agitated. Did you see a difference?
= Care of SelfMrs. White, you were going to go out to lunch wythur daughter.
Did you go? Did you enjoy yourself?

IV. Problem Solving and Further Action Plan Developmenits minutes

The facilitator will focus on 1-2 participants’ cogrns in detail. Using problem-
solving strategies and multiple references to mi@tion that has been presented in prior
sessions, the facilitator will lead the group iolgem solving and developing an action
plan for the participant(s). The facilitator wplbint out similarities between participant(s)
concerns/problems and encourage others to makksmgtion plans as appropriate.
Action plans will focus on behavior management, gamication strategies, emotion-
focused coping, and problem solving regarding acteseeded care or resources. If no
one has a pressing problem, work on action planseoatinue.

V. Wrap-up: 5 minutes
A. If there is still time, ask for any other questiort&nd the group meeting by
encouraging preparedness for next week. Caregmayswant to jot down questions
that they think of during the week.

B. Homework Assignment Try the Deep Breathing Exercise on Worksheethd!
practice using a calm tone of voice. ldentify bengito communication in your own
home keeping in mind what has been discussed ayt®droup meeting.

C. Action Plans: Remind participants to write down and work on tthadlividual action
plans on Worksheet 5(Participant Guide pg. 23)
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*Today’s Education Material was excerpted in peoti: (Toseland and McCallion, 1998)
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TEP Group Session 6: Improving Communication Part |

|.Review of Prior Week’s Session: 5 minutes
The facilitator briefly reviews the last week’s toabout communication and homework
assignments

II. Education: 15 minutes
Last week we talked about some ways to maintainnconication with your spouse.
These included:
» Addressing sensory deficits
» Ensuring that environmental stimulation and phyistcanfort are not interfering with
communication,
» Being aware of the demands of the environment, and
» Understanding communication deterioration as delm@nbgresses.

You can also change the way you communicate.
There are simple strategies that you can use totaamaicommunication and make it
easier during each stage of dementia. General comneation guidelines are presented in
Worksheet 6.1Participant Guide pg. 2%

Go over Worksheet 6.1 — General Communication Guidmes
There are also specific communication strategiescgm use during each stage of
dementia. These are presented in Worksheets 8.2artd 6.4Participant Guide pgs. 25-
28). You will still be frustrated at times by the pan&s communication deficits so it is
important to try and keep in mind the person’satfiare the result of the dementia and
that they are trying hard to communicate as best tan using their remaining abilities.

Go over Worksheet 6.2 to 6.4. — Communication Stragies for Early, Moderate,
and Late Stage Dementia

You can also use memory alboums and memory boangsrtimisce.

Memories from the past remain even when there @feypnd changes in ability to
recall recent events. One way to maintain commtioicas to reminisce with the person
with dementia. Using reminiscence can calm a pergttindementia who is agitated. The
use of prompts such as old photographs can h&pgage the person with dementia.

Memory albums can also be prepared. These corisagplwotograph, a postcard, or
some other type of picture on one side of a pag® sanple words describing the
photograph above the photo or if necessary on ppesite page. Memory boards are larger
displays of familiar photographs with a few worasdribing each photo such as “Your
sister Ann, at the lake house.”

Worksheet 6.§Participant Guide pg. 303 Making Memory Album Worksheet 6.5 in
your workbook shows how to make a memory album.

Encourage them to make a memory album. Discusswdisd go into the memory
album. The memory album can be used during aetsvdf daily living or other
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interactions. In the nursing home, staff use themmelp distract a resident if he or she is
upset by a misunderstanding.

Worksheet 6.§Participant Guide pg. 31} Making a Memory Chart Worksheet 6.6
tells how to make another different tool that caipha person with dementia communicate.
It is similar to the memory album, but you use atpoboard so that you can keep the
pictures in a place that is easily visible to tleespn with dementia. He may then notice
the pictures on his own.

Encourage them to make Memory Chart

l1l. Check-in on Individual Action Plans: 10 minutes.
A. The facilitator will check-in briefly with each pgaripant regarding any action plans she
had developed in earlier sessions (as appropridieg. facilitator will also check-in
with the group as a whole regarding homework assegrts.
B. Examples:
» Education:Did you all read the worksheets for session 5?
» Problem SolvingCheck in on recent problem solving activities. sM8mith, last
week you planned to try turning off the TV whilewhbelped your husband dress.
How did that go? Mrs. Jones, you were going tokwmr keeping your voice
calm when your husband started to get agitated. ybil see a difference?
» Care of SelfMrs. White, you were going to go out to lunch wyttur daughter.
Did you go? Did you enjoy yourself?

IV. Problem Solving and Further Action Plan Developmer5 minutes.

The facilitator will focus on 1-2 participants’ cogrns in detail. Using problem-
solving strategies and multiple references to mi@tion that has been presented in prior
sessions, the facilitator will lead the group iolgem solving and developing an action
plan for the participant(s). The facilitator wplbint out similarities between participant(s)
concerns/problems and encourage others to makksmgtion plans as appropriate.
Action plans will focus on behavior management, gamication strategies, emotion-
focused coping, and problem solving regarding acteseeded care or resources.

V. Wrap-up: 5 minutes
A. If there is still time, ask for any other questiorisnd the group by encouraging

preparedness for next week. Caregivers may wgot tlown questions that they think
of during the week.

B. Homework Assignment Create a memory alboum and practice using it watir
husband

C. Action Plans Remind participants to write down and work oniitivedividual action
plans using weekly workshop worksheet @@rticipant Guide pg. 32)

*Today’s Education Material was excerpted in peohf: (Toseland, R., & McCallion, P.

(1998)._Maintaining communication with persons wigmentiaNew York: Springer)

32



TEP Group Session 7: Caregiver Coping Strategies iAd

|.Review of Prior Week’s Session: 5 minutes
The facilitator briefly reviews the last week’s toabout communication and homework
assignments.

Il. Education: 15 minutes
A. Relaxation Exercise:Facilitator begins by asking group about technsqihey have
been using to help themselves relax. What are fdnadrite techniques and are they using
them frequently? The facilitator uses the follogvstript to practice a relaxation exercise.

Two weeks ago, we talked about using deep breathing to help
maintain a calm tone of voice. You may have practiced the deep
breathing exercise (Worksheet 5.4, (Participant Guide pg. 23)during
the following week. Today we are going to take a few minutes to
practice deep breathing and a technique called visualization. By
visualizing yourself in a pleasant place, you can actually help yourself
feel more relaxed.

Before we begin this exercise | want you to think of a special or
pleasant place. It can be a real place that you have been or it can be
imaginary. It can be a place in nature or a place that is manmade.
For example, you might choose a favorite beach or a cozy room with a
fireplace. It could even be your own bed or bathtub! Whatever place
you choose, make it be one where you know you would feel relaxed.

Now, before we start, | want you to be seated as comfortably as you
can. If you can put your feet up and rest your head on the back of the
chair that would be great. | want to you sit or lie down in a way that
every part of you is supported if that is possible. Also, please don'’t
cross your legs or arms. It's better for your blood flow if your limbs are
not crossed and that will help your level of relaxation.

Let's begin by taking some deep breaths. Breathe in through your
nose (facilitator pauses briefly) and out through your mouth. Again,
breathe in through your nose, and out through your mouth. Each time
you breathe in, imagine that you are breathing in the relaxation and
letting go of the tension. The facilitator spends about two-three
minutes repeating variations of these phrases. As he or she is doing
so, the voice should be getting gradually slower, softer, and calmer as
this helps to ease the group members into a state of relaxation. In
addition, the tone of voice should become increasingly monotonous.
Once the facilitator’s tone of voice has leveled off, he or she should
turn to the relaxation exercise while using the same tone of voice and
pacing statements to coincide with regular slow breaths.

Now...let’s think about that special place...it is a place that is special
to you...imagine that you are there...as you continue to breath in the
relaxation...and let go of the tension. Imagine yourself in that
place...notice the pleasant sensation of being there. Visualize all the
details...as you breathe in through your nose...and out through your
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mouth. See the colors that are there. See the way the light
shines...on the surfaces. Feel the warmth of the sun on your skin.
Breathe in the pleasant smells. Notice all the details...as you breathe
in the relaxation...and let go of the tension.

As you continue to enjoy your special place...and breathe slowly, |
am going to be silent for just a moment... (The facilitator is quiet for 1
to 2 minutes).

The facilitator continues quietly at first. It's time to come back from
your special place. You can bring this good feeling of relaxation with
you. I’'m going to count slowly from 10 to 1 as you become more alert.
10...9...becoming more alert...8...7...beginning to stir
...6...5...moving your arms and legs...4...3...0pening your eyes when
you are ready...2...1...awake and refreshed. The facilitator asks the
group for comments on how they felt during the relaxation exercise
and encourages them to practice deep breathing and visualization
again in the near future.

B. Caregiver Self-Care:The group will discuss ways they insure their onental and
physical well-being. The facilitator first explaimo the group the notion of self-care.
Members can follow along using Worksheet (Rarticipant Guide pg. 33)Self-care is
what we do to help ourselves be physically, ematignand spiritually healthy.

Caregivers are often so busy caring for their looed that they forget to take care of
themselves! Caregivers of people with dementia beagit even greater risk of this
because the onset of the disease is so gradudh#yatio not even notice that bit-by-bit
they are giving up more of the activities that hislpm feel good. They may find
themselves giving up their favorite hobbies, gegetbers with their friends, or going to
church. It's easy to put aside these activitiesalbise you are so busy taking care of
someone else. If you give up everything, thougknaally YOUR health will begin to
suffer. The person you care for depends on youyduwwon’t be able to provide him with
care if you have exhausted all of your own physacal emotional resources. Have you
noticed that you have given up things that usadd&e life more pleasant? What types of
things are you still doing to help take care ofng@lf? The facilitator elicits responses and
discussion.

One form of self-care is taking care of your phgtleealth. We often hear about
caregivers who have neglected their own doctorf®apments or medication refills in
order to provide care for their loved one. Do ahyou fall into this category? What do
you do to take care of yourself physically? Thalfiator encourages participants to go to
the doctor, take medications as prescribed, edt gatlenough sleep (this may be difficult
if the patient is up at night), and keep physicaliye. The group can use problem-solving
strategies if this has been problematic for anghefcaregivers.

Another difficult area of self-care for caregiveen be maintaining their own

emotional health. Care giving is a stressful utad@ng and it can wear away on one’s
nerves. Caregivers can also become depresséike depression is serious, that is, it
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interferes with sleep, eating, is limiting yourigity, or is causing the person to think
about suicide, the caregiver should seek medidplfh@n their doctor as soon as possible.
Medications for depression can be helpful. (Thdifator should be prepared to answer
guestions about when a caregiver might need meaiictir depression and would that
medication cause drowsiness, etc. Caregiversfame concerned that the treatment of
depression would limit their ability to provide eaor to be alert to supervise the patient
with dementia. It should be emphasized if thisstgb question comes up that there are
many options for treatment of depression and wats@verance and a good working
relationship with a medical or psychiatric providire right one and the right dose can be
found.)

Fortunately, although caregiving is difficult ahes, most caregivers do not become
that seriously depressed. Many of you have alréagtyd ways to help yourself cope.
What do you do to help yourself stay emotionallgltie/? The facilitator leads a
discussion and ways to keep one’s emotional hedltie following may come up.
Supportive programs are discussed in the nextaseclihe facilitator can also add to the
list generated by the group as appropriate.

» Supportive friends/family

» VA staff/activities/classes/ support groups

» Church/clubs

» Alzheimer’s Association or other community groups
» Respite or day programs

* In-home help

* Long-term planning for care (NH, legal, & medical)
» Relaxing/enjoyable activities (elicit)

* Information that reduces anxiety

» Counseling/ medication if appropriate

* Do notisolate yourself

» Time out — time away from dementia

C. Community and Other ResourcesNow we will talk about people and programs that
can help support your caregiving efforts. Fortehatmost of us have people or groups
that can be helpful to us as caregivers too. Thesple might be someone who will lend a
hand, watch your husband while you go out, or $osheone that you know you can talk to
when you are feeling down. Worksheet {P2articipant Guide pg. 34js a page that you
can use to remind yourself of those people.

Let's take a minute now to list those resourcestheid phone numbers if you know
them. If you don't have the phone number handyt ngw, leave that space blank until
after our group session. The facilitator provite® for caregiver to list their "external
resources.” Examples include: trusted individ@@&mily or friends), community groups,
Alzheimer's Association groups or help lines, VAwps or individuals (such as the local
Dementia Care Manager), church groups, etc. Teiktéor will need to compile his or
her list and appropriate phone numbers prior tagtieelp session so that he or she has the
information ready. When the group is ready thdifator continues as follows: Now let's
share our lists. You may have included a resotlvaeothers could benefit from hearing
about. The group discusses their lists and thétéor supplies any needed information.

35



Some of you mentioned agencies or programs thatbelgn These types of programs
include:

» Daycare In this program the person with dementia goes ¢enter where he can
participate in appropriate activities and sociali&me programs offer their own
transportation. At others, the caregiver mustalthe patient to the program.
These types of programs can benefit both the gatigrhelping him keep active,
and the caregiver, by helping her get some “tinfefadm caregiving.

= Respite:ln this type of program, the patient stays in esimg home for a week or
longer. This allows the caregiver to rest while gerson is being safely cared for.
Respite may be needed to give a break to the samegillow her to travel for a
special event like a wedding, or if there is an ggaecy such as the caregiver
needs surgery and there are no other family membeare for the patient. The
VA can often help provide respite in its nursingrf@units, but you may need to
plan ahead in order to reserve a space. You mayplego pay for a short-term
stay in a community nursing home if needed.

= In-Home RespiteThis is a relatively new program being startedome areas. In
this type of program, two volunteers visit your re@and stay with the patient
while you go out for an hour or two. Usually, thisangement is set up on a
regular basis such as every two weeks. Many pdoplehat they can arrange
something like this on their own. Sometimes aniier family member will be
willing to come and visit on a regular basis. Sarharches will also provide this
kind of help. You may be able to hire someone wilbvisit for a few hours.

= Home Health AidesThe VA will provide a limited number of Home HealAide
(HHA) time for patients who are physically unaldebathe themselves. You may
have to wait for a place in the program or eveyoif are approved, you may need
to wait until an aide can be found who can comygotar home. (Many aides are
dependent on bus service and so it is harder &agiencies to staff homes in
suburban and rural areas.)

Many of you may have had experience with prograessgshed to help caregivers keep
going such as respite programs or day care progrémsight be helpful for those who
have used those types of programs to share sotheioExperiences. For example, often
people are concerned that the person with demenitieefuse to go to a daycare program.
We have found that we can often help the patiedtfamily adjust to day care. When the
person is not comfortable in day care, often wg oeled to wait a few more months. The
same person may be much more amenable to day barewe try again at another time.
Most programs would be willing to do this for thaefily.

GROUP EXERCISE: Have caregivers talk about their experiences vesipite or day
care in their communities. Group facilitators slddoe prepared with referral information
that can be provided to each person based on henaoaity. Facilitators will need to be
aware of resources available in each community.
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l1l. Check-in on Individual Action Plans: 10 minute
The facilitator will check-in briefly with each pasipant regarding any action plans she
had developed in earlier sessions (as appropridteg. facilitator will also check-in with
the group as a whole regarding homework assignments

Examples:

» Education:Did you all read the worksheets for Session 6?

» Problem SolvingMrs. Smith, last week you planned to try turniriptbe TV
while you helped your husband dress. How did gjo& Mrs. Jones, you were
going to work on keeping your voice calm when ybusband started to get
agitated. Did you see a difference?

» Care of SelfMrs. White, you were going to go out to lunch wytbur daughter.
Did you go? Did you enjoy yourself?

IV. Problem Solving and Further Action Plan Developent: 25 minutes
The facilitator will focus on 1-2 participants’ cogrns in detail. Using problem-

solving strategies and multiple references to mi@ion that has been presented in prior
sessions, the facilitator will lead the group iolgem solving and developing an action
plan for the participant(s). The facilitator wplbint out similarities between participant(s)
concerns/problems and encourage others to makksmstion plans as appropriate.
Action plans will focus on behavior management, oamication strategies, emotion-
focused coping, and problem solving regarding acteseeded care or resources.

V. Wrap-up-5 min
A. If there is still time, ask for any other quessorEnd group by encouraging
preparedness for next week. Caregivers may wgnot tilown questions that they think of
during the week, etc.

B. Homework Assignment:

1. This week, do at least one thing to take care oUYJake a minute and write
down the thing you will do on your weekly workshedthe facilitator should
emphasize making a commitment to do this one thihgiay be possible to
encourage specific behaviors after having had tbemdiscussion. (Example:
Mrs. Jones, you mentioned that you really miss g@anchurch. Could you find a
way to go to church this week? Maybe your sonacoime and stay with Mr.
Jones?)

2. If possible, consider making a visit to a day aarether community agency that
would be a support for you.

3. Try practicing relaxation once this week and seeh€lps your stress level.

C. Action Plans: Remind participants to write down and work on tthadlividual action

plans. Caregivers might want to apply their acfian to doing an enjoyable activity.
They can write this down on weekly worksheet (Participant Guide pg. 35)
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TEP Group Session 8: Caregiver Coping Strategies Adl

|.Review of Prior Week’s Session - 5 min.
The facilitator briefly reviews the last week’s toand homework assignments

lI. Education - 10 min.
A. Internal Cognitive Behavioral Coping Strategies— Triggers, Perspective-Taking,
cognitive habits and cognitive restructuring, aakirig control of the situation. Members
can follow along by turning to Worksheet §Rarticipant Guide pg. 36)Coping with
Stressful Situations” in their workbook.

We all have different ways that we cope with stidsstuations. Sometimes these
coping strategies are effective, and sometimesdheyot so effective. When coping
strategies are not effective it is usually becavsealo not perceive “triggers” or things that
“push our buttons” and instead act automatically @spond out of frustration, anger or
some other negative emotion.

For example, suppose that your loved one has adeetppointment at 9:00 a.m. You
told your loved one the night before and he cowltstop asking you questions about the
appointment. (“When are we going, why are we goimege again?”) In fact, he got up
about 2 a.m. and got dressed thinking it was tiongot Around 4 a.m. you finally
convinced him it was too soon and got him backed. bDue to lack of sleep, you got up
later than you had planned and found your lovedwae also difficult to get moving. In
fact, he initially refused to get out of bed at alls the morning hours sped by, you tried
your best to keep your loved one moving but evieng tyou left the room to do something,
when you returned, he was putting on the wrongep@clothing or hunting through
drawers for something he didn’t need. You are bgog more and more stressed as the
time to leave approaches. Your loved one is fynahdy and sits down calmly at the table
to wait for breakfast, but you need him to gethe tar. Feeling somewhat angry, you
explain that it is time to leave to go to the dost@ppointment and that you have a muffin
to eat in the car. He answers by stating that &etsveggs and bacon and doesn’t know
what you are talking about. He doesn’t have argtaits appointment today. Feeling
totally frustrated and angry about his demands,sy@mp and yell at him. Then you feel
even worse for taking out your frustrations on laing storm off to the bathroom in tears.
In this hypothetical situation, your automatic r@sge of raising your voice in anger leads
to ineffective coping strategies and additiona¢strand tension.

There are several steps that you can take to inegte/way you cope with stressful
situations.

= Be more aware of your bodily reactions to streggérs. When you feel yourself
becoming distressed you can do something aboutut when you are not aware of
what is triggering your distress you react withttilhking. Therefore, make a point of
thinking about the most common triggers for youest and be prepared to change
the way you react when these occur. Sometimedaiawareness is all that is
necessary to keep you in control.
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= Use stress reduction strategies such as deep imgathcalm yourself down.
When you perceive stress triggers take a momertbdake some deep breaths
before proceeding. Pay attention to your innelodize. We all talk to ourselves.
Some things that we say to ourselves can increassti@ss, while other things we
say to ourselves reduce our stress. For examelgoa saying things to yourself
like, “Why does he do this to me?” or “He does thispurpose to make me mad.”

= Change your inner dialogue. Think of things that gan say to yourself that give
you a new, more positive perspective on the sitnafror example, you might say to
yourself “it’s not him, it's the disease” or “henst doing this on purpose.”

= Take his perspective. Consider aspects of thetgituthat might have caused his
reaction that, in turn, heightened your stress.example could you have approached
your spouse too abruptly? Could he be confusedhable to go as quickly as you
would like? Could he be uncomfortable or in pairyt&king his perspective you
might be better able to understand his reactiod,d#rescalate the situation.

= Change the situation. For example, sometimes wheplp with dementia are
physically uncomfortable they pace constantly. yTiméght be in pain, too hot or too
cold, or need to go to the bathroom, but they aatonger figure that out or tell you
why they are uncomfortable. If you can figure atiiat might be bothering them,
you can change the situation. Are you feeling 2obaybe you can help him put on
a sweater. Has it been a while since he wentad#throom? You can take him to
the bathroom to help cue him to use the facilitissthere something else about the
situation you can change that might make him morefortable?

= Remove yourself from the situation. If you caninthof anything right at the
moment, try removing yourself temporarily from gituation until you can calm
down and approach the situation with a new perspedtor example, you can say
you will be right back and go into another roomuYemuld go to the bathroom. You
might be able to take a walk within your home otsaie.

All of these steps are meant to help you take bettetrol of yourself during stressful
situations. Start by recognizing stress triggehsernTinterrupt automatic “hot” responses
(like raising your voice or snapping at the pafidiyt using relaxation strategies such as
deep breathing, by changing your inner dialogusnfregative self-talk to positive self-
talk, and by deliberately trying to remain calm gusitive. Next “reappraise” the situation
by taking his perspective and by viewing his reacs disease related. Think about how
you might approach the situation differently. listloes not work, remove yourself from
the situation until you can calm down and re-appidhe situation.

Group Exercise: Write down something that your spouse does tiggers stress for you
(Worksheet 8.2Participant Guide pg. 38 Now write down one thing that you say to
yourself that increases your stress and one thiaigybu might say to yourself to decrease
it. Examples might be (1) thoughts that blame thigept, not the disease, (2) thoughts that
assume the patient is intentionally trying to aggta the caregiver, or (3) thoughts of
hopelessness or helplessness. Also, write downagehat you could change or interrupt
the situation to gain better control of your strést’s go around and discuss your answers.
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B. Relaxation Follow-up: Hopefully you've had some time to practice reteain the
past few weeks. How has that been going? Rememben if you can only do a brief
deep-breathing exercise, every little bit helpsorkgheet 8.3Participant Guide pg. 39)
gives some ideas about how to maximize your befrefit relaxation exercises. The
facilitator reviews Worksheet 8.3. There are tfttapes and CDs on the market that have
music and exercises like the ones we have trieghgligroup. You might want to pick one
up as a present to yourself someday soon. Yowftan find items like that at the library
too so that you can try one out before decidiniguy it.

lll. Check-in on Individual Action Plans- 15 min.
The facilitator will check-in briefly with each pasipant regarding any action plans she
had developed in earlier sessions (as appropribte)facilitator will also check-in with
the group as a whole regarding homework assignments

Examples:

|. EducationDid you all read the worksheets from the previsessions?

Il. Problem SolvingMrs. Smith, last week you planned to try turnirijtbe TV
while you helped your husband dress. How did ¢jo& Mrs. Jones, you were
going to work on keeping your voice calm when ybusband started to get
agitated. Did you see a difference?

lll. Care of SelfMrs. White, you were going to go out to lunch wythur daughter.
Did you go? Did you enjoy yourself?

IV. Problem Solving and Further Action Plan Developmeni0 min
The facilitator will focus on 1 participant’s comos in detail. Using problem-solving
strategies and multiple references to informatiat has been presented in prior sessions,
the facilitator will lead the group in problem simlg and developing an action plan for the
participants. The facilitator will point out sirarities between participants’
concerns/problems and encourage others to makksmstion plans as appropriate.
Action plans will focus on behavior management, oamication strategies, emotion-
focused coping, and problem solving regarding ecteseeded care or resources.

V. Wrap-up- 5 min.
A. If there is still time, ask for any other questioBad group by encouraging
preparedness for next week. Caregivers may wgnot tiown questions that they think
of during the week, etc.

B. Homework Assignment: Practice using new self-talk and perspective @kkills.

C. Action Plans: Remind participants to write down and work on thedividual action
plans using weekly Worksheet §HRarticipant Guide pg. 40)
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TEP Group Session 9: Planning for the Future—Part |

|.Review of Prior Week’s Session- 5 min.
The facilitator briefly reviews the lase@k’s topic and “homework assignment”

Il. Education- 15 min.
During this session and the next, we will be tagkaibbout planning for the future and
tapping into resources that can help you to keep kwved one at home as long as
possible. First we will talk about some steps thedry caregiver should take to help them
care for the person with dementia. You can folldeng in your workbook by looking at
Worksheet 9.1 “Planning AheadParticipant Guide pg. 41

Health Care Proxy and Advanced Directives

It's a good idea for all of us to discuss our Healire wishes with those that may
someday have to make a decision for us. For exa@riplou could not speak for yourself,
would you want tube feeding, would you want to eetkalive on a machine that breathes
for you? When a person is diagnosed with demendiaging taken care of these plans in
advance becomes more important because we knoa\hikécome a time when he cannot
make his own decisions. For some of your lovedsptit time may have already arrived.
Others may still be able to participate in medamdision-making.

In the healthcare system, we try to encourage eweryo appoint a Health Care Proxy.
The proxy is the person who will make medical deadis for you if you are unable. This
only goes into effect when the patient is not cégabmaking his or her own decision.
Often, the person will appoint their spouse, big & good idea to have a backup as well.
For example, what if the spouse were to die betwegatient with dementia? If the
patient were in later stages of the disease, hédwmt be able to appoint a new proxy.
Many people chose to appoint a son or daughteredls Whis may be particularly
important for you if you have some children who éahffering opinions.

Some people chose to make specific statements #imutvishes for future medical
decisions. These statements are called “Advanaestiives” because they tell your
healthcare providers ahead of time what you wastto do. For example, people often
feel that they do not want to be kept alive by themeans” such as ventilators (machines
that breathe for you) or by tube feeding (inserantgbe down your nose or directly into
your stomach to provide liquid nourishment when gan no longer eat). Others may feel
strongly that they want to be fed, no matter whats important for you to talk to your
healthcare provider and family about these wishes.

Knowing that they have dementia or other chronnegses, some people do not want
their heart to be resuscitated if it stops. Theghifeel that when it is “their time to go”
that doctors or emergency medical professionalaldhmt interfere. This type of
Advanced Directive is called a Do Not Resuscitateeg®or DNR order. It means that if a
person’s heart stops, the doctors and nurses atilo CPR to try to revive them.

It's important to know that making a statement fimaits treatment, like DNR or tube
feeding, does not mean that you will not be caced ¥ our health care providers will
continue to do everything possible to provide igatrcare including keeping you
comfortable.
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TEP Worksheet 9.4

We have included New York State Health Care Prayd/A&dvanced Directive
forms in your workbook. See Worksheets 9.2 andPRa3ticipant Guide pgs. 42 &
43) in your workbook. Let’s take a minute to look la¢$e forms and discuss this
topic. Do any of you have Healthcare Proxy foforsyour loved ones already?
Do you have them for yourselves? Do you have guestbout the things I've
been talking about?

GROUP EXERCISE: The group facilitator checks in with the parteiyps

regarding these forms. The facilitator should helvecked each participant’s
record prior to the start of this session to selkdfe are Advanced Directives in
place. Time should be allowed to answer questiounisthere may be too many
guestions to answer during the call. The facoitamhay need to direct questions to
the appropriate medical providers, dementia cangagers, primary team members,
or schedule an individual call to cover the quesioThe forms provided cannot be
completed entirely during the group session, asestes are needed. (Facilitators
from outside New York should replace the New Yot&t& forms with forms from
their own state.) Participants should be very giipencouraged to discuss these
topics with their healthcare providers directlytbat their PCPs are aware of their
wishes.

Power of Attorney — You can follow along by lookingat worksheet 9.4
(Participant Guide pg. 45JMore Steps to Help You Prepare”

Sometimes people confuse the Health Care ProxyrenBower of Attorney.

A Power of Attorney (POA) is for financial and légaatters and does not
automatically give you the authority to make heahihe decisions for a person.
The POA form allows you to follow the person’s diien and do things like
withdraw money from his banking account or sigrapgr for him. The POA can
be used, for example, if you are in the hospital you need your son or daughter
to do banking for you before you are dischargedtah be very helpful for a
caregiver to have a POA as it can help you to reasgly take care of accounts or
legal items for your husband. You can arrange A B@ugh your bank, but this
would be limited to financial transactions.

You can also have what is called a “Durable Povétttmrney” that covers all
types of financial and legal transactions. You aaange a Durable POA through
an attorney. You can also purchase a Durable RDA &t office stores (such as
Office Max or other similar stores). You do notedo have an attorney to fill out
that form but you must get it notarizeshy POA can be revoked at any point in
time if the person who signed it changes his or henind.

Understanding Financial Issues

Another thing you can do to plan for the futuréasave accurate information
about the financial implications of care, whethes imeans care at home or in an
institutional setting. You can get information abourrent New York State
Medicaid limits for income and assets on the irggrfrom your local State
legislators or you county Office for Aging. Thigormation will help you decide if
you would benefit from talking to an attorney abgatr rights under Medicaid law
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If you decide to consult with an attorney, it ig@d idea to have a consultation with
one who is familiar with Medicaid Law, “Elder Law.There may be some decisions that
need to be made about your finances or ownershpopferty that should be thought out
ahead of time. For example, if you loved one ndedmp to a nursing home at some point
in the future, you may need to use Medicaid to Ipalyp for the cost of nursing home care.
Medicaid will require documentation of your finaakcassets. A consultation with an
attorney can help you best protect your assetsariuture.

GROUP EXERCISE: The facilitator encourages questions and disounssbout legal
issues. Has anyone consulted an attorney? Howhdidjo?

Crisis Management — You can follow along by lookingt Worksheet 9.5(Participant
Guide pg. 46)n your workbook.

There may come a time in your role as caregivemwloel feel that things are out of
control. Hopefully, your participation in this grnp will help you manage things so that
that time never comes, but just in case, it's elpful to be prepared ahead of time.
Many of us have experienced some type of emergi@nayr lives and you may have
noticed that in a crisis it can be hard to thinkight. If we have thought out what our
"emergency plan” is ahead of time, we won't nee@fpso much on our wits in a crisis.

You may be wondering what | mean by the word crigisr example, if the person you
are caring for has been very agitated in the yastmay already know the feeling.
Perhaps the person is so upset that they are ¢hiegtverbally, or striking out. You know
that you have reached that point when you do redtpfieysically safe or when you feel
your loved one is in danger of harming himself, betause of his emotional state, you are
unable to stop him. That can be a very frightersitggtion.

The facilitator can either prompt the group by aghkf someone has experienced a
situation like that, or, it is possible that a ation has been mentioned during the earlier
weeks where the patient's behavior was so far focrdrol that the situation was
dangerous. Or the facilitator can use the foll@nseenario. For example, one caregiver
described a situation where her husband was begameneasingly threatening toward
her. He was no longer able to speak much, but &aehshe tried to interact with him, he
made an angry face and would shake his fist at filemay be that he was not recognizing
her or could not understand what she was tryirdptd At one point, he put his hands
around her neck and she was afraid that he woulklecher. You can imagine how
frightening that would be. Fortunately, theseatitons do not happen with everyone, and
as | said, after being in this group, you have tdtgood ideas about how to avoid
problems or help calm your husband down if he gpset. Let's talk about what you
might do in this type of situation. The facilitaleads a discussion about things to do in a
crisis situation. The facilitator helps the graopevelop a list of options to include all the
following points:

= Leave the house-Caregivers may feel duty bounthtowith the person with
dementia. While supervision is certainly importahthe caregiver is in danger
she should always make sure that she maintaingwresafety first. The
facilitator can use the analogy of oxygen maskaigrianes. The flight steward
always instructs passengers to put on their owrkrnefore helping someone
else. If a passenger doesn't do so, they woulsl matsand be unable to help the
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child in the seat next to them. The facilitatoosld impress upon the caregivers
that they should leave the situation if they féelytare in danger. They might go
to their bedroom or bathroom and shut the doaoth@y might need to step out of
the house for a few minutes until the situation ¢telsmned down again. While
they do that, it's a good idea to call someondé&hp. They can refer to their list
of helpful people for ideas and numbers.

= Call911

= Call Crisis Services (or similar agency)

= Dementia care staff from VA

= Supportive family

= Alzheimer's Association

= The facilitator will be sure that all group membhbes/e the phone numbers of the
agencies discussed.

Now you can fill in the Worksheet 9.6 “Emergencymhers”(Participant Guide pg.
47) in your workbook with telephone numbers that yoaymeed to call in an urgent
situation. For example, you might call 911, yoomn ®r daughter, a mobile crisis team if
there is one in your area, your Primary Care domtather medical providers that are
involved in your loved one’s care, the emergenomamumber at the local hospital, and
the local Poison Control number. Two weeks agandusession 7 you made a list of
people or agencies you can call when you need $etpe Take a look at that list now.
(It's Worksheet 7.@Participant Guide pg. 34) Are there any numbers you need to add to
today’s list from the list you made in session\here should you keep today’s list, by a
phone where you can find it easily if you need@?, would you want to keep the list in
your purse so it is handy if you are out and about?

lll. Check-in on Individual Action Plans - 10 min.
The facilitator will check-in briefly with each pasipant regarding any action plans she
had developed in earlier sessions (as appropridteg. facilitator will also check-in with
the group as a whole regarding homework assignments

Examples:

» Education:Have you read the worksheets for session 8?

» Problem SolvingMrs. Smith, last week you planned to try turniriptbe TV
while you helped your husband dress. How did gjo& Mrs. Jones, you were
going to work on keeping your voice calm when ybusband started to get
agitated. Did you see a difference?

» Care of SelfMrs. White, you were going to go out to lunch wythur daughter.
Did you go? Did you enjoy yourself?

IV. Problem Solving and Further Action Plan Developmen®5 min
The facilitator will focus on 1-2 participants’ aerns in detail. Using problem-solving
strategies and multiple references to informatiat has been presented in prior sessions,
the facilitator will lead the group in problem simlg and developing an action plan for the
participant(s). The facilitator will point out silarities between participants’
concerns/problems and encourage others to makksmstion plans as appropriate.
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Action plans will focus on behavior management, oamication strategies, emotion-
focused coping, and problem solving regarding ecteseeded care or resources.

V. Wrap-up-5 min
A. If there is still time, the facilitator asks foryaather questions. End group by
encouraging preparedness for next week. Caregmayswant to jot down questions that
they think of during the week, etc.
B. Homework Assignment:
1. Fill out the Health Care Proxy forms for yourseitdayour loved one.

2. Fill in your emergency numbers on Worksheet(@&rticipant Guide pg. 47if you
haven't already finished this and put it somewhbeg it will be easily found when
you need it.

C. Action Plans. Remind participants to write down and work onitiedividual action
plans using worksheet 9(lParticipant Guide pg. 48
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TEP Group Session 10: Planning for the Future Partl, Review and Self
Evaluation

|.Review of Prior Week’s Session - 5 min
The facilitator briefly reviews the last week’s toand “homework assignment”.

II. Education: 15 min
Today, in our last session, we will finish our dission of long range planning and
thinking ahead to the future. Then we will quickéview the things we have covered over
the ten weeks. We’ll end by focusing on our sttea@nd accomplishments over the past
10 weeks.

Long Term Plans: You can follow along in your worklpok by looking at Worksheet
10.1 “Long Term Plans” (Participant Guide pg. 49)

One of the hardest decisions that caregivers nsatteeidecision to place their loved
one in a long-term care facility. Many people h#ve goal of keeping the person with
dementia at home throughout the course of the siise@ihe VA tries to support this goal
by offering as much support as they can to caregiweveterans with dementia.
Unfortunately, there may come a time when the pevéath dementia can no longer stay in
his own home. That time may be different for diéiet caregivers. Some patients with
dementia are easier to handle than others. Soragicars have more resources, such as
many children living near by who can help out. \félvar the situation, it's a good idea to
give some thought to what would cause you to cangthcement before you come to a
crisis situation.

Some of the challenges that make it impossibledoegivers to manage may be:

= Changing Sleep Cycle#:the person with dementia is up all night lomgldhe
caregiver is getting no sleep, she may not betahbieanage the patient. Your
doctors can try some medications to assist themiaid sleep, and daytime
activity may help, but sometimes the patient’sslegcle is so disrupted
(probably due to damage to that area of the bthat)nothing can be done to
help and the patient needs to be placed in a geat@nvironment where there
are nighttime staff available.

= Incontinence:When the patient’s disease progresses to the ywbiere he or
she is no longer able to cooperate with bathroamines diapers can be used.
But there are situations where the sheer volumeurfdry produced and care
needed to clean the patient is more than one pegotake on.

= Behavioral Symptomsin most cases, we are able to either manage synspt
by changing our own reactions, by avoiding strdssfuations for the patient,
or, if needed, with medications. Unfortunatehgre are times, such as in
cases of severe wandering where the patient punsefiin danger, or more
violent behaviors, when the patient needs the ypafed structured
environment or round the clock supervision.

= Careqiver lliness:Most caregiver spouses have their own healthlgnat
Sometimes, these health problems limit their gbibtcare for their loved
ones.
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Fortunately, these severe situations are fairlseopient and many caregivers are able
to keep the patient at home long into the illnesgven until death. However, the wear
and tear of caregiving, even in less stressfubsitns, adds up over the years and many
caregivers find that the patient needs more help tine person can provide. It's helpful
to think ahead of time about what some of your @ersonal limitations might be. In that
way you can use the skills and information that gaue learned in this group to be better
prepared and can keep your husband at home longer.

We also encourage families to visit nursing homegour area so that you can see first
hand what they look like and what you feel comfoleavith. Because there is often a long
waiting list, you may want to begin the applicatfmocess when you begin to feel like you
may no longer be able to provide enough care on gan. By visiting nursing homes,
you can get a sense of the application processhengaiting times. Being familiar with
the process and which people can be most helpfuhelp you feel less worried. And the
less worried you feel, the better able you wiltbdeep on caregiving!

GROUP EXERCISE: The facilitator encourages the participants teuss their thoughts
and feelings about long term planning. For examfpliece last week we have been talking
about long term planning and being prepared fofuhae. Let's take some time now and
talk about that. Do you feel ready to meet thdlehges of caregiving? Do you know
where to access resources when you need them?adili@tor encourages the group to
talk about ways they are prepared as well as resswf which they are in need.

Personal Strengths and Accomplishments

I’'m going to change topics now as we sum up th@mass we’ve made and the topics
we've discussed over the past 10 weeks.

All of us have strengths and weaknesses. An istmength for one person might be
her patience in the face of a situation that wanéke others frustrated or angry. For
another, it might be her sense of humor. Anotleesgn might have a very strong faith
that helps her get through the rough times in ll#mfortunately, we often focus more on
our weaknesses than our strengths. We tend taofsmyfy | could be less irritable, weigh
10 Ibs less, or had fewer bad habits. When wesfacly on our weaknesses, we can
forget about our positive qualities and feel waabeut ourselves. Feeling bad only makes
us more likely to focus more on the down side @fdh, whether it's our situations or
ourselves. So today, we're going to spend some fisgusing on our strengths and
appreciating the parts of ourselves that help kesegoing. Turn to Worksheet 10.2
(Participant Guide pg. 50in your workbook. Take a moment to list your inerengths
and assets that help you to keep going in yourasla caregiver. The facilitator gives the
group members a few minutes to jot down their maestrengths. When the group is
ready, the facilitator continues.

If you feel comfortable, let's go around and tadoat what we've listed in the
workbook. As each person reads her list, all cdhsuld think about the strengths we have
noticed in each other. For example, you may haieed that one of the group members
is very patient, or caring, or has a very posibudook on life that you have admired.

Now would be a good time to share that with hers.Némith, what did you put on your
list of Inner Strengths? The facilitator encousageembers to share their lists, members to
share strengths they see in others and offersianslitExamples include: sense of humor,
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faith, optimism, perspective, intelligence, compasspersistence, patience, love, and any
other positive quality.

TEP Program Summation

Now let’s all think about the 10 weeks that thisup has been meeting. I'm going to
review the things we’ve talked about. As I do, llice you to be thinking about the things
you learned and the positive changes you have mnaglethat time. On Worksheet 10.2 of
the workbook there is space to jot down your thasigbout the things you have
accomplished and the things you want to keep wgrkimnow that the group is over.

In session ongwe learned about how dementia affects your spamskwhat causes
dementia. We also focused on how we would devettipraplans and engage in problem
solving as a group to address the pressing probyems$ace as caregivers during each
session, to help you cope more effectively, andelp you take good care of yourself.

In session twowe focused on the different stages of dementid,jew each stage
affects your spouse’s functioning. Together, wanidied what stage of dementia your
spouse was currently experiencing. We also begde\elop action plans to resolve
problems and to help you take better care of ydiurse

Session threavas the first of two sessions focused on behaw@magement strategies.
We learned about the progressively lowered stiessihold model, which explains why
persons with dementia are less able to withstamchalceveryday stressors. We then began
to learn how to be a behavior detective by obsgrpimoblem behavior situations to
examine the antecedents of the behavior, the behiself, and the consequences that
follow the behavior. We stressed the importancesally examining the situation, to see
what might be causing or sustaining the behaviwd, variting down what you find out.

In thefourth sessionwe continued to focus on behavior managementesgfied,
continuing to focus on being a behavioral detec¢t@re developing plans to manage
problem behaviors using contingency managemenotret strategies. We also began to
focus on the link between communication and agitetand took time to continue to focus
on our individual action plans.

Session fivewas devoted to communication strategies. At fisst focused on changes
in ability to communicate and interact resultingnfr progressive dementia. We also
focused on the communication strengths that refioaipour spouse, and simple things
that you can be aware of such as sensory defitstonmental distractions, and so forth
that might make it difficult for your spouse to comnicate.

In session sixve continued to focus on communication. We focusedeneral
strategies and tips that you could use to sustariraprove communication with your
spouse, strategies that could be used in all stag#smentia. Do you remember some of
these strategies? Then, we also talked about swategses that might be particularly
useful for persons with mild, moderate, and sederaentia.

As usual we continued to talk about our individaetion plans and engaged in
problem solving to resolve difficult caregiving ies.

In session sevewe focused on you! We talked about the reasonsitwags important
for you to take time for yourself, to take goodecaf yourself. We talked about such self-
care topics as making sure you are taking goodafayeur physical health, and what you
might do to maintain your emotional health. As yeaall, we had you make a list of inner
and outer resources that you could use to helpgakmicare of yourself while continuing to
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provide care for your spouse. We continued to cheahbout individual action plans and
to problem solve difficult issues.

During session eightve continued to focus on helping you to cope wihegiving.

We talked about stress triggers, and what you cdaltb take control of the situation. In
addition to using deep breathing and other wayslax, such as taking a walk or getting
away from the situation for a bit, we talked abt@king perspective, and how you might
change what you say to yourself when you find yelfita a particularly stressful situation.
We also talked about being aware of the environjraard seeing if we could identify
needs and making yourself and your spouse moreartabfe by meeting these needs.

Theninth sessionand today’s session focused on the resourceyadbanight use to
help you with caregiving, and also planning for thieire. We talked about community
resources and services as well as drawing on irgfosopports such as family members or
friends. We talked about resources to help you gaucasis situations that you might
encounter in the future, and how to try and aveisies by careful planning for future
needs.

So, looking back, what have you accomplished? tWbaou still want to work on?
The facilitator leads a discussion of accomplishisief he facilitator should be prepared
to mention to the participants their individual acgplishments that the facilitator has
observed. The accomplishments can be behavioich, as learning how to keep a calmer
voice, or they may be related to problem-solvingyéges, such as finding someone to sit
with the patient so that the caregiver can attefavarite activity. The goal of this
discussion is to end the group on a very positote by praising each caregiver for
something and to get other participants to adcth ¢person’s accomplishments.

lll. Check-in on Individual Action Plans - 10 min
Before ending the session, the facilitator checka4th the participants to see if there are
any final questions about individual action plahise facilitator mentions the list of
accomplishments just discussed, and encouragesgedtuse of problem solving and
action plan strategies. The facilitator uses #reaining time to lead a discussion on how
the caregivers will use what they have learnedhéngroup.

IV. Earewell
The facilitator should sincerely thank all the papants for participating and sharing with
the group. The facilitator tells the participaritattthey will be receiving a graduation
certificate in the mail. The group may decide tarstphone numbers so that they can
continue to interact in the future. If this happetie facilitator should state clearly that
this is completely optional and no member shoudd fieat they have to share a phone
number.
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Certificate
Of
Completion

Let it be known that

Caregiver Name

Has successfully completed

The
Telephone Education Program
For
Caregivers of Veterans with Dementia

On
Date

Awarded by

Laura Wray, Ph.D.
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