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Outline for Today

. Background

. ldentify when THI/TBI-affected torture
survivors need referral to rehabilitation

. Learn what THI/TBI patient and family
support can be administered in a torture
treatment center

. Learn about patient and family lived
experience with THI/TBI

. Connect with patient and family THI/TBI
supports in the community



Prior Seminars in Series

Frequency of undiagnosed THI/TBI in torture
survivors

Value of determining possible cognitive and
other THI/TBI-related deficits

mpact of THI/TBI — especially mild TBI

Diagnostic tool

Rehabilitation approaches



Meeting Needs of TBI Patients & Families

e Pair education and awareness about TBI with
the needs of family members

e Combining education and support can mean
finding a delicate balance

Russell, 2009



After a Diagnosis of THI/TBI

When a family member is diagnosed with brain injury,
families may:

*Experience isolation and loss of emotional support

*Feel bewilderment, frustration, guilt, fear, and
depression

*Have little knowledge about TBI, rehabilitation,
disabilities or deficits

THI/TBI creates complex, long-term demands on
families and communities

Russell, 2009
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. ldentify when THI/TBI-affected torture
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. Learn what patient and family support can
be administered in a torture treatment
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. Learn about patient and family lived
experience

. Connect with patient and family supports
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Mild TBI - Triangle of Symptoms

Physical
Fatigue, sensitivity to light
and noise, ringing in ears

Emotional

| | Cognitive
Anxiety, mood swings, Memory loss, difficulty
sleep disturbances, concentrating

irritability, loss of libido distractibility, difficulty

reading, inability to pay

Senelick & Dougherty, 2001 attention or solve
problems



A Hidden Injury

 The mild TBI patient may well look “normal” yet have
anxiety, depression, loss of self-esteem, and
increasing dysfunction over time

 Family confusion about the discrepancy between
appearance and symptoms can exacerbate
symptoms and loss of function

e Often the mild TBI patient cannot be helped back to
production functioning without addressing what is
often a deteriorated family situation

Cavallo & Kay, 2005



When refer?

e When TBI/THI behavioral, emotional, and
cognitive problems are hard to manage

e When hidden financial, physical, and
emotional costs associated with caring for
TBI/THI survivor are wearing on family
members

e When patient and family are open to seeking
rehabilitation supports

Russell, 2009



Caring for the Care-Taker

Recognize when family needs are neglected

Provide emotional and other support when demands
have become overwhelming

Support families in sharing responsibilities, care-
taking, and help-seeking

Act as a gatekeeper in providing needed information
and facilitating access to needed services and
supports

Be open to providing information and support about
sexual concerns

Russell, 2009



R.E.C.H.A.R.G.E.

Family members may not realize their levels of stress and
exhaustion. They may need to:

R — REST

E—EAT RIGHT

C—-COMMUNICATE NEEDS TO OTHERS
H—- HYDRATE

A — ACCEPT SELF

R — RESPITE

G — GET ENOUGH SLEEP

E — EXERCISE BIAMA Caregiver Guide
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A Good Start

 Helping a family adjust to the impact of a
THI/TBIl and move toward greater functioning
by all family members requires attentive
listening to their needs

Russell, 2009



Stages of Recovery for Families

Relate to stages of recovery for the individual
Many people have been injured many years prior

As awareness of TBI is new, they may be facing these
stages for the first time

For some, the diagnosis will be a great relief
For others, it will be a time of fear and despair

You can help by listening, educating, and connecting
families to rehabilitation, resources, and supports



Stages of Grief
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Cautions

e The family’s process of adjusting to TBI
evolves over time (cavallo & Kay, 2005)

 These stages of adjustment are similar to
Kubler-Ross stages of grief (Lorenz, 2010)

e Individuals and families may experience all of
these stages in any given day, even many
years after brain injury (russell, 2009; Lorenz, 2010)



Stage 1: One to Three Months

Denial is common

Feelings are repressed

Russell, 2009

The shock of the injury dominates

There are hopes for quick recovery

Denial




Stage 2: Three to Nine Months

e The long-term nature of the injury is
recognized

e Feelings of helplessness, hopelessness, and
frustration often escalate

* Denial shifts to anxiety, anger, fe
depression, and loss

Anger

Russell, 2009



Stage 3: Six to Twenty-Four Months

Annoyance with the THI/TBI survivor may
grow

Start to recognize the reality of impairments

Feelings of depression, guilt, and
discouragement may grow

Family members may re-read brain injury
materials and seek additionalinformatio

Depression

Russell, 2009




Stage 4: Ten to Twenty-Four Months

e Realism sets in

e Family members may feel exhausted and need
breaks

e Some family members may disengage a little

e Grief may dominate

Grief

Russell, 2009




Stage 5: Twelve to 24 months

Profound sadness

Families begin to grieve again
Mourn the loss of loved one’s personality
Hopes for recovery may fade

With time and support, most families pass this
stage and progress toward understanding

Russell, 2009 Testin




Stage 6: Two to Three Years Later

e Greater understanding of the situation
 Beginning of acceptance

e May be ready to address needs of the entire
family unit

Acceptance

Russell, 2009




Your Job

Recognize that not all family members go through
these stages equally or in this order — there is no
objectively and universally true sequence (cavallo & Kay,
2005)

Listen to family needs — Listening the most important
support you can provide (Lorenz, 2010)

Connect the family with resources — while

understanding that THI/TBI cannot be erased (Russell,
2009)

Support families in transforming the experience
(Russell, 2009)



Provide Family-Centered Care

 Family support should be proactive, flexible,
health- and prevention-oriented, and
responsive to the needs of families within the
context of a progressive reestablishment of
family equilibrium after a diagnosis of THI/TBI

Cavallo & Kay, 2005



Model of Assessment & Intervention

Cavallo & Kay, 2005



Model of Assessment & Intervention

Cavallo & Kay, 2005

Each level can
be assessed
independently

Have different
possibilities of
support

Each family
member may
have attitudes,
limitations,
and strengths
(e.qg., ability to
drive, to
remain calm
under stress,
to be flexible,
to be creative)



Family dS da SyStem Relates to roles

and structure of
family unit

How cohesive is
the unit?

What are the
patterns of
relationships,
communication,
and problem-
solving?

What family
cultural norms
will mesh well or
conflict with the
rehabilitation
team?

Cavallo & Kay, 2005



Family’s Relationship to the Community

Another area for
improvement &
supports

Has two parts:
professional
rehab community
& psychosocial
community

Problem-solve
family issues with
rehabilitation
team

|dentify clinical
translators

Support
integration into

Cavallo & Kay, 2005, p 544 L
community life



Relationship of Family to Community

 Help families learn to draw comfortably on existing resources
of extended family, friends, employers, churches and others

 Help them resist the tendency to become isolated, ashamed,
and self-conscious, or to shield the community from the
injured person

e Family intervention may include a circle of support that is
wider than may be comfortable for the family: family-to-
family programs, self-help groups, family outreach and
advocacy, and community networking are all valuable
supports

Cavallo & Kay, 2005



Levels of Intervention

Formal therapy
%,
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Information and Education

* Information and education are the most
crucial intervention early on after a diagnosis
of THI/TBI.

e Families need to know what a diagnosis of
THI/TBI can mean, and what types of
treatments and services may be available and

helpful.

e They need to know what their insurance and
legal options are.

Cavallo & Kay, 2005



Support, Problem Solving, & Restructuring

e Can be effective or needed at all levels

e Requires an active therapist who knows TBI
and can build on strengths of family and its
members

e Can be simple: Helping a family negotiate
transportation, figuring out needed supports,
or finding a good social outlet

Cavallo & Kay, 2005



Build on Family Strengths

Ability to listen
Shared perceptions
Spirituality

Ability to realize
redemptive power of a
tragic event

Ability to accept and
assist in disability-related
problems

Willingness to take care
of themselves

Ability to focus on the
present

Ability to reinforce each
other

Ability to discuss
concerns

Ability to provide
atmosphere of belonging
Use of trans-

generational coping
strategies  Russell, 2009
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Elaborate and Collaborate

Providing THI/TBI support can mean helping individuals and
families identify and work toward their goals

|dentify the spirit of the goal (e.g., increased independence,
increased participation in community life, helping others)

Break down the goal into steps and tackle them one at a time

Engage in a collaborative process of discovery of steps,
resources, and decisions

Substitute reasonable alternatives based on the spirit of the
goal (e.g., “helping others” could mean becoming a doctor—
or perhaps more realistically, volunteering in the community)

Cavallo & Kay, 2005



Encourage Reflection

 Developing individual and family goals and
understanding the steps involved in reaching them,
means encouraging people to reflect on their lives
and needs and communicate—with each other and
with you

e Support groups and individual work can be
important elements in recognizing challenges and
strengths, getting people on the same page, and
developing goals



Brain Injury Association Support Groups

e BIA affiliation can provide access to
information, resources, and expertise

e Can bring awareness of TBI in torture
survivors to policymakers and the wider TBI

community

e Can open new doors to services and service
providers — rehabilitation, legal, case
management

Contact your BIA dffiliate to find out about
joining an existing group or starting a new

ciitnnnrt arniin in uniir rontor
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Support Groups: An Example

Members of the Framingham ‘Amazing’ Brain Injury Survivor Support Group
and friends display their artwork at “Stroke-a-Palooza 2009” at Braintree
Rehabilitation Hospital, Braintree, MA



Not Just Talk

Support groups can be useful for doing rehabilitation-related
activities in a low-cost, culturally appropriate setting

The Framingham group has led individual and series of
sessions on: arts-based therapy, meditation, photovoice,
poetry, brain games, and humor

Community-based experts may volunteer or reduce their fees
to work with your group

Creativity is not lost after TBI (Prigatano, 1999) — finding creative
activities to do individually or as a group can be healing for
the person living with TBI and helpful for family and others



Symbols — Useful Tools for Healing

e Creative activities can lead to creation of symbols of
experience

e TBI patients need symbols that will speak to their
experience of what it is like to be brain damaged and
that will give them some guidance in coping with the

major issues of their life (Prigatano, 1989)
e The challenge is to provide concepts, symbols, and

analogies that will address the patient’s experience
of being brain damaged (prigatano, 1989)

e With activities like photovoice, patients produce
their own symbols, through metaphor (Lorenz, 2010b)



Activity Example: Photovoice

A group process of community and personal
reflection using photographs and written
narratives (wang & Burris, 1997)

Consciousness-raising education (Freire, 2000)

Dialogue with policymakers, peers, and self
(reflection) (Lorenz, 2010)

Representing experience and producing

knowledge through images and text (wang &
Burris, 1997)




Used with Individuals & Groups

Photo-elicitation: 6 patients Photovoice: 8 members of a brain

rehabilitation hospital, 2006-2008 supported by BIA-MA (2006 to present)

A Possibility: Start with photovoice—add individual interviews about photos after



A Photovoice Path

Photovoice: Asks people to
represent their lives, point of
view and experience using
photographs and narratives
(Wang & Burris, 1997)

A Photovoice Path

Learn about Photovoice

Discuss photographs &
reflect on experience

[ﬁ‘

Take photographs

Write or dictate narratives

Option to choose
photos for sharing

3
=

Option to invite people to
share in discussion

A

Reflect & move forward & Copyright 2005 - L8 Lorenz

Option to present & exhibit




Sample Visual ‘Research’ Questions
What is it like to live with TBI?

What in my life or community has improved my quality
of life living with TBI?

What in my life or community has affected my quality
of life in a negative way as | live with TBI?

What do | want to tell other people about living with
TBI?

How is my life different now from how it was before |
developed TBI? What is better? What is worse?

What are my hopes for the future? And what might
help me get there?



A Photovoice Path

Photovoice: Asks people to
represent their lives, point of
view and experience using
photographs and narratives
(Wang & Burris, 1997)

A Photovoice Path

il

\ : #
Learn about Photovoice o
»

Write or dictate narratives

|

=
| ="

Option to invite people to
share in discussion

7

Reflect & move forward

Take photographs

G

Discuss photographs &
reflect on experience

Option to present & exhibit

2 Copyright 2008

Option to choose
photos for sharing

LS Lomnz



Photo-taking Options

Use disposable cameras — or choose another option
Let participants work alone, in teams, or as a family

Provide 1 to 3 cameras or photo opportunities per
person--15 and 50 photos per participant or team

Emphasize photo content

Allow participants to contribute family snaps or
historical photos

Allow participants to give the camera to others

Encourage photos that are representational and
metaphorical



“The disorder that I'm living with right now”

“Truth” versus “Narrative truth”

Source: Spaulding Rehabilitation Hospital Participant, 2006



A Photovoice Path

Photovoice: Asks people to
represent their lives, point of
view and experience using
photographs and narratives
(Wang & Burris, 1997)

A Photovoice Path

N

S

Learn about Photovoice =
Take photographs

Discuss photographs &
reflect on experience

Option to choose
photos for sharing

Option to invite people to
share in discussion

7

Reflect & move forward

Option to present & exhibit

£ Copyrigpht 2005 - L.S Lomnz



Sample Representational Photo

Source: Pre-pilot
study 2005
Photographer:
Laura Foley

Paperwork...is a great obstacle for me...it’s also a symbol for the
disorganization | feel in my mind. There’s a sifting process her for me,
because paperwork was never a forte for me, even prior to the brain
injury. How much of it is just my own pre-existing trait, and how much is
the disability? Maybe here it’s like 50-50.



Sample Metaphorical
Photo

...that’s how | felt...right after
my accident, that there was no
connection and there were so
many missing links as | tried to
begin living again...it was kind
of like living in the middle of
nowhere...When | saw that,
well, that seemed like a perfect
way to sum it all up, you know

Source: Pre-pilot study 2005
Photographer: Laura Foley




A Photovoice Path

Photovoice: Asks people to
represent their lives, point of
view and experience using
photographs and narratives
(Wang & Burris, 1997)

A Photovoice Path

il

Learn about Photovoice

Iﬁﬁ

Take photographs

i

Discuss photographs &
reflect on experience

Option to choose
photos for sharing

Option to invite people to
share in discussion

7

Reflect & move forward  Copyright 2005 - LS Lorenz

Option to present & exhibit




The Journey

‘It’s a muddy, rutty, hands-and-knees
crawl up to the first rung of the ladder
that begins to make some semblance of
sense—and then you get to begin to really
struggle. The climb does not and will not
end. There is no final healed bone or
mended tear of the skin to get over.
Sometimes weekly, and sometimes daily
there is a new step to attempt to get to
your “new self.” You can’t even ever hope
to get back to your “old self.” Oh well
Maybe there will be a good view on this
journey that | hadn’t expected...’

Source: Brain Injury X-Posed 2006
Photographer: Peggi R



Outreach
Considerations

WHO do you want to reach?
WHAT are your messages?

WHY? What action(s) do
you want them to take?

HOW? What types of media
and products will reach
them?

Photovoice helps people
with TBI to be experts,
teachers, and helpers

A Photovoice Path

A

Learn about Photovoice

Take photographs

Discuss photographs &
reflect on experience

Write or dictate narratives

. Option to choose

Option to invite people to L
share in discussion

I!_._;i‘lll /ﬂ photos for sharing

A

Reflect & move forward  Copyright 2005 — LS Lorenz

Option to present & exhibit

o



Brain Injury X-Posed Exhibit, Sherborn Library, Sherborn, MA, 2008
Source: Photovoice facilitator



Doing Your Own Photovoice Project

Lorenz, L. S. and B. Webster. Doing your own photovoice
project: A guide.
http://www.brainline.org/multimedia/presentations/photovo
ice/Photovoice Facilitators Guide.pdf

Contents: Getting started, Photovoice tips, Photo-taking
Questions, Photo-taking Tips, Photovoice Ethics: Safety and
respect, Consent forms, Discussion questions, Building on
your project, Exhibit options.

See the “Brain Injury X-Posed” photos and captions:
http://www.brainline.org/multimedia/photovoice.html,
http://www.lslorenz.com/currentprojects.htm, and
http://www.biama.org/whatdoes/photovoiceindex.html




Outline for Today

. Background
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. Learn what THI/TBI patient and family
support can be administered in a torture
treatment center
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Learn What Is Available

Varies greatly state to state

More awareness and support for TBI survivors now
because of wars in Irag and Afghanistan

NASHIA — 2005 Guide to State Gov’t Bl Policies,
Funding and Services

BIAA — National Directory of Brain Injury Services

Local hospitals — May provide low cost services,
community services, or participation in research

Arts and other organizations — can provide support
group expertise
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Conclusion

e THI/TBI can change and challenge the entire family
system

e A diagnosis can confuse the present, negate the
past, and distort or destroy future dreams

 You can help families by

v’ facilitating the process of learning, coping, adjusting,
surviving, and living with THI/TBI

v’ Providing relevant information, support, and tools
v’ Validating family experience and helping them cope

v’ Helping families recognize their strengths
Russell, 2009



Final Note

e Start —and end — with a healthy respect
for each family’s individuality

Cavallo & Kay, 2005
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