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How to collect one
Family Health History Toolkit
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Understanding your family health
history

= Resources

Today we will be talking about:

What a family health history is

Why a family health history is so important to know

How to collect a family health history using the Family Health History Toolkit
Genealogy records that contain health clues

Understanding what your family health history means
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And finally, resources to help you learn more!



What is a family health history?

= A family’s
combination of
shared genes,
environment,
behaviors, and
culture

health.utah.gov/ genomics

Many of us are probably familiar with family history or genealogy, but have you
ever thought about your family’s health history? A family health history is more
than just your genetics. Families also share their environments, lifestyles, and habits
or behaviors. Even things like our cultures, support systems, religious beliefs, and
other traditions can be important clues in our family health history. These risk
factors may affect your tendency to develop a health problem.



Why is it important?

* Health problems run in families
* Helps you know what younger family
members’ risk may be

— Guides screening tests and behavior change

= Family history may be a “risk factor” in
all stages of life

genomics

— “Risk factors” are things that can increase your
chance of getting a health problem

— Environment
— Behaviors and lifestyle

— Genetics

Knowing your family health history is important for several reasons.

Some families have health problems that “tend to run in the family.” When close
family members have the same health problem or develop a problem at a younger
age than expected, this can increase other family members’ risk of developing the
problem, too. Keep in mind that your family members may know they or someone
else in your family has a health problem. But they may not know that this could
mean other family members may be at an increased risk to develop the same health
problem. But the good news is, by learning about your family health history, you
can make healthy choices to lower your risk. Family health history can help you and
your doctor make decisions about screening tests or behavior changes to help lower
your risk.

Family history is also a risk factor at all stages of life. Everyone from newborns to
teenagers, adults to seniors, can be impacted by their family health history.

A risk factor is something that can increase your chance of getting a health problem.
There are other risk factors besides our genetics. These include our environment and
behaviors or lifestyle choices we make. Let’s learn more about each of these risk
factors.



Risk factors

= Environment

— Exposures to harmful
agents in food, air, and
water

health.utah.gov/ genomics

Our environment includes harmful agents in our food, air, and water. For example, a
farmer may be exposed to chemicals in the field. Perhaps he has a genetic tendency
to develop cancer because several of his family members have had cancer. His
environment would then also affect his risk. Another example could be families
who suffer from asthma. Perhaps they live close to a factory or freeway that could
trigger asthma attacks, plus, they already have a higher risk for developing asthma
because of a family history.



Risk factors

= Behaviors and lifestyle

— Poor diet

P

— Lack of physical activity

,.__l"
— Weight Q@
— Smoking N

— Not getting the recommended screening tests
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Our behaviors and lifestyle choices can significantly affect our health, regardless of
our family health history! Things like a poor diet, lack of physical activity, being
overweight, smoking, and not getting the recommended screening tests (like
mammograms or blood pressure checks) are all behaviors that can be risk factors for
many health problems that can run in families.



Risk factors

= Genetics

— Genes are passed down from parents
to children

— Some genes may not work correctly,
which can cause disease

genomics

Genetics also impacts our health and, as we’ve already discussed, can be a risk
factor for developing health problems that tend to run in families.

For those who may be unfamiliar with genetics, let’s go over some very simple
concepts:

Genes — genes give the directions for making proteins in our bodies. Proteins are
what make our bodies function.

Genes are passed down from parents to children. That’s why health problems can
run in families — we share our genes with our parents, siblings, and children.

Sometimes our genes may not work correctly. When our genes don’t work correctly
or sometimes you may hear the term a *“genetic mutation,” this can cause disease.
It’s important to recognize, however, that even if a gene doesn’t work properly it
may not cause disease.



Why is it important?

Genetics

health.utah.gov/ genomics

Behaviors Environment

So how do all of these risk factors tie together?

If we can think of these risk factors like a triangle, we can better understand why it
Is so important to know our family health history. And remember that our family
health history is more than just our genetics!

Our genes interact with our behaviors and our environment to cause disease.
Together these risk factors are our family health history! Even though we may not
be able to change our genetics, we certainly have control over our behaviors and
environment. Making changes in these other risk factors can help us lower our risk,
as well as our family’s risk, of developing health problems that other family
members have.



We all have a family history of something!
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Chronic health problems like heart disease, stroke, asthma, cancer, and diabetes can
run in families. Even things like depression, Alzheimer’s disease, or pregnancy
problems can affect several members of a family. Everything you see on this slide
has a genetic component and can run in families.

Activity ldea:

Ask the class to stand up. Then tell class participants to sit down if they have/had or
have a family member with heart disease. Keep asking class participants to sit down
as you say health problems that have affected either themselves or one of their
family members until everyone in the room is sitting down. Possible health
problems to say are diabetes, cancer, asthma, arthritis, depression, stroke, etc.

As we can see from our activity, family health history affects each of us. Everyone
has a family health history of something!



Why is it important?

= “Knowing your family history can
save your life. The earlier you know
which health conditions run in your
family, the easier it is to develop
prevention plans with your doctor.’

’

genomics

— Dr. Richard H. Carmona, past U.S. Surgeon General

The United States Surgeon General, Dr. Richard H. Carmona, said, “Knowing your family health
history can save your life. The earlier you know which health conditions run in your family, the
easier it is to develop prevention plans with your doctor.” But can family health history really save
your life? Let’s listen to the stories of several Utah families whose lives have been affected by their
family health history.

*Use Marian’s story included in the packet. You can also ask for personal examples from class
participants or share your own story. Stories available online at
www.health.utah.gov/genomics:

eMarian’s story (heart disease)

«Susan’s story (heart attack)

«Starr’s story (genealogy and cancer)
*Eugene’s story (neurological illness)
*Bernice’s story (stroke and osteoporosis)
*Tom’s story (familial hypercholesterolemia)
*Arianna’s story (stroke)

«Jenny’s story (depression)

Activity ldea:
After these examples are shown/read, ask the class...

*How did these stories make you feel?
*Why was family health history important to these families?

*Does anyone have any personal stories they would like to share about how family health history has
affected their lives? (Let the class share examples as time permits)
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How to collect one

......................

= Easyas I, 2, 3!
— Talk about it
— Write it down
— Share it

= Use the Family
Health History
Toolkit

www.health.utah.gov/genomics -
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So now that we know what a family health history is and why it is important, how
do we get started collecting one?

It takes only three simple steps:

1. Talk about it — If you don’t ask, you’ll never know! Talking to your family
members is the quickest way to collect your family health history. Not only can
it be fun to talk about your heritage, but it will give your family a chance to talk
about ways you can reduce your risk together.

2. Write it down — Just like your genealogy, if you don’t write it down you’ll soon
forget it! How many times have you wished you would have recorded stories
your parents or grandparents told you and thought “oh I’ll remember” but then
forgot? Recording your family health history is important for this same reason.

3. Share it with your doctor and family — Why go to all the trouble collecting
your family health history if you aren’t going to share it? Your children and
grandchildren will enjoy learning about their family members and will be
grateful to have this information to help make health care decisions. And, as
we’ve heard from several Utah families and class participants, knowing your
family health history can literally save lives. Your family needs to know about
health problems that run in your family so they can make healthy choices
regarding lifestyle and screening tests. If you are concerned about your family
health history, share what you have learned with your doctor. Your doctor can
help you understand your risk. Your doctor can also make recommendations
about lifestyle choices and screening tests that can detect health problems early
and lower your risk of developing them.
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Family Health History Toolkit

= Created for older
adults

* Your generation
knows best

* You can help
younger family
members collect a
family health history

genomics

We have developed a Family Health History Toolkit to help you go through these
three easy steps. Older adults from senior centers just like yours gave us feedback
on the toolkit to make it more useful for your generation. The toolkit will help you
collect a family health history and pass down the information to younger family
members. Included in the toolkit is a Health Family Tree that we will talk about in a
few minutes. Please feel free to take a toolkit with you after the presentation. When
you get together with your family (suggest a close holiday, summer reunion, or
other family occasion as a time to use the toolkit), use the toolkit to help you talk
about your family health history. Write down what you learn and share it with your
doctor and family members.

The Family Health History Toolkit can be ordered for FREE by visiting
www.health.utah.gov/genomics or by calling the Health Resource Line at 1-888-
222-2542.

12



Sections of the Toolkit

Introduction

10 Questions to Ask Your family

Questions and Answers

Genealogy Resources

When to See a Genetic Counselor

genomics

Fun Ideas

Summary

The toolkit is divided into sections. We will talk about each section for the
remainder of the presentation.

13



Introduction

= Talk about it

"= Write it down
— Health Family Tree
= Share it
— With your doctor
— With your family

v/ genomics

Remember the three easy steps to collecting a family health history? The
Introduction section will give you a brief overview of these three steps.

First, talk about it! Try a holiday, family gathering, or one-on-one approach to get
your family talking.

Second, write it down! The Health Family Tree is just one way to record what you
learn and know. You could also use the US Surgeon General’s “My Family
Health Portrait” online tool to collect a family health history. You can access the
“My Family Health Portrait” tool online at http://familyhistory.hhs.gov/.

And finally, share your knowledge with your younger family members and doctor.
Ask your doctor four questions to help you understand what your family health
history means for you and your family.

1) Based on my family health history, am | or my family members at risk for a
health problem?

2) What lifestyle changes — like eating a healthy diet, exercising, or not smoking —
can we make to stay healthy?

3) Are there tests we can take to detect this health problem early?

4) Do we need to talk with a genetic counselor or other specialist about our family
health history?

14



The Health Family Tree tool is included in your Family Health History Toolkit.

The Health Family Tree tool was used in Utah high schools for over 20 years. Some
of you may even remember helping your kids fill one out for their health class.
Students were asked to fill out the Health Family Tree as part of their homework
assignments. It was made large enough to fit on a kitchen table so as to encourage
the entire family to sit down and gather their family health history. Families gave
permission and sent their Health Family Tree information to researchers at the
University of Utah and Utah Department of Health where they analyzed the
information gathered. A report was then sent to the family describing any risk they
had for the health problems listed on the Health Family Tree tool and suggestions
for how the family could lower their risk of developing these problems. Families
who were considered at “high risk” for a health problem were also offered
interventions from public health nurses to help them lower their risk. The program
was very successful and thousands of Utah families enjoyed learning about their
family health history.

15



Health Family Tree

* If you don’t write it
down, you might
forget it!

= Make copies of the
Health Family Tree
box for each family
member
— Included in the Toolkit

genomics

INSTRUCTORS: Give a demonstration of the Health Family Tree tool. The
presenter should come prepared with his or her own Health Family Tree tool or an
example of what it will look like when it is filled out. Walk the class through the
directions explained below:

Each box on the Health Family Tree should be used for one family member. Start
with the box labeled ““You’ and fill out your personal health history. Then fill out a
box for each of your brothers and sisters, parents, grandparents, and aunts and
uncles. Try to fill out each box as much as you can. If you don’t know if a family
member had the health problem, mark *“Not Sure.” Write down the age when the
problem started; even a guess is better than leaving it blank. This is called the “Age
at first diagnosis.” If you find health problems that run in your family are not listed,
write them down anyway.

Show examples from your own Health Family Tree tool that demonstrate how
health problems tend to run in families. Include discussion on age of diagnosis and
age and cause of death if applicable.

16



10 Questions to ask your family

= Will help you get
talking ,
— What traits run inour £
family? Y
— Did my family
members have any
health problems?

— How old were my B
family members when S
they died?

healthutah gov/ genomics

These questions can help get a conversation started and help you collect all the
information you need for your family health history.

Remember though, when you learn about your family health history you learn about
more than just yourself! It’s important to recognize that for some family members
this topic may be uncomfortable to discuss. You should be mindful of your family
members’ privacy. Think about how your family members may feel if they were to
learn that, in fact, your family was at risk for developing a health problem or was
predisposed to develop one? Would everyone want to know this? Should you tell
your family members? The Family Health History Toolkit provides ideas for how to
talk to family members who are reluctant to learn about your family health history.

INSTRUCTORS: You can make copies of the “10 Questions to Ask Your Family”
handout for each class member instead of the toolkits.

17



Questions and answers

* What information should | collect?

* What health problems run in
families?

* How do | know if ’m at risk?

" What if ’m adopted?

* How do | get started?

genomics

You may have a lot of questions about family health history, like, “What should |
collect? What kinds of health problems run in families or have a genetic component
to them? How do | know if my family is at higher risk of getting a health problem?
What should we do if we have family members who are adopted?”

18



Questions and answers

= Will | lose my...
— Health insurance?
— Life insurance?
— Job?
= Laws to protect you

— Utah Genetic Testing
Privacy Act

— HIPAA, ADA

— No federal law yet!

genomics

= Few documented
cases of genetic
discrimination

You may also wonder if you will be discriminated against once you share your
family health history with their doctor. Fear of losing one’s health insurance, having
high premiums, being denied life insurance, or even having an employer
discriminate against you are all areas of concern. While these are valid concerns, it
is critical to know that there have been very few cases of actual discrimination
based on one’s genetic makeup. In Utah, the Utah Genetic Testing Privacy Act
prohibits employers and some insurance companies from discriminating against a
person based on their genetic makeup. Federal laws such as HIPAA and the
Americans with Disabilities Act also offer protection for medical records, of which
family health history and genetics are included. However, to date there is no federal
law designed specifically to address genetic discrimination.

When it comes right down to it, family health history just may save your life or that
of a loved one. While real, fear of discrimination, shouldn’t stop you from doing all
you can to learn about your family health history (not just for heritage’s sake) and
then making choices to stay as healthy as possible!

19



How to get started

* Focus on “close” family

members

— Parents, brothers and sisters,
children (It degree relatives)

— Grandparents, aunts and
uncles, nieces and nephews,
grandchildren, step siblings
(2" degree relatives)

genomics

— Cousins and the “greats” (3™
degree relatives)

When collecting a family health history, gather information on close family
members such as your children, parents, brothers and sisters, grandparents, and
aunts and uncles. You can even try to gather information on your cousins or nieces
and nephews. Remember that unlike genealogy where you try to learn about as
many generations as you can, three generations is the magic number for a family
health history.

Sometimes you may hear the term “first degree relative.” First degree relatives are
those one step above or below you in your pedigree. Your parents, brothers and
sisters, and children are considered first degree relatives. You share 50% (or %2) of
your genetic makeup or DNA with first degree relatives.

Second degree relatives include your grandparents, aunts and uncles, nieces and
nephews, and stepsiblings. You share 25% (or ¥4) of your genetic makeup or DNA
with second degree relatives.

Third degree relatives include your cousins and the “greats” like great grandparents
or great aunts/uncles. You share 12.5% (or 1/8) or your genetic makeup or DNA
with third degree relatives.

20



How to collect one

* Health problems of
family members

* Age when problem
started or was
diagnosed

= Age and cause of
death

= Lifestyle habits
= Ethnic background

genomics

Things that are important to collect about your family members include:

*Obviously, you need to know what kinds of health problems family members have or had.

*Age when the health problem started or was diagnosed. This is very important for understanding if
your family may have an increased risk or chance of developing a health problem. The younger
someone is when they develop a health problem, the more likely other family members are at risk. If
you don’t know the exact age when your family member started having a health problem or was
diagnosed with it, try to guess the approximate age or year.

<Age and cause of death for family members who have died. Since many of you already enjoy
genealogy, this information can be found at the same time you are doing genealogy research. We will
talk about records you can search for family health history information in a few minutes.

«Lifestyle habits. Remember that many common health problems like asthma, diabetes, and heart
disease can be caused by both genetics and lifestyle or behavior choices. Families often have similar
lifestyle habits when it comes to things like exercise, weight (both overweight and extreme
underweight), and diet. Even whether or not a family member smoked or currently smokes can
impact your family’s health. Because lifestyle habits are an important part of your family health
history, you should strive to make healthy choices if a health problem tends to run in your family.

Ethnic background. For some health problems, a person’s ethnic background can increase the risk of
developing a disease, whether or not they have a family history of it.

For those who are adopted, collecting this information can be even more difficult. Focus on learning
as much as you can about the lifestyle choices and habits your family members have because
remember, families also share these habits that affect your health. You can also make a commitment
to begin a family health history for your own children. The National Adoption Clearinghouse (see
the Family Health History Toolkit for more information) can also be a place to start looking for more
health information on your birth parents.

21



Genealogy records

= Your family health history may be
“hidden” in your genealogy records!
— Remember, best source is LIVING family members
* Look in...
— Death and birth certificates
— Medical examiner records

genomics

— Cemetery and funeral home records
— Obituaries
— United States Census records

— Military records, journals, hospital/insurance forms

How many of you collect your family history or genealogy?

If you do, collecting your family health history is probably going to be easier than
you thought! Many times, your genealogy records contain health clues vital to
include in a family health history. But remember, the best source for family health
history is talking to your living family members.

Here are a few of the genealogy records that contain health clues, including:

*Death and birth certificates

*Medical examiner records

*Cemetery and funeral home records

*Obituaries

*United States Census records

*Military records, journals, and hospital/insurance forms

We will discuss some of them in detail over the next few minutes.

22



Death certiﬁcates
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Let’s start by discussing how to find health clues on death certificates. Death
certificates are probably the best and easiest records to use. Who can guess
where we might look first for health information?

(INSTRUCTORS: these next steps are given in the order that the documents will
appear in the Power Point)

Here is a copy of a death certificate.

If we take a closer look, we can find the person’s date of death and their age at
death.

Next, we can find the hospital or location where the person died. This could lead
us to other sources that may contain health information like hospital records.

Finally, we see the cause of death. In this case, cerebral hemorrhage or a stroke.
We can also see secondary causes of death which are very important to note in a
family health history. The reason? In this example, we see that the person had
cardiovascular or heart disease for several years. While we aren’t told the exact
number of years that the person had heart disease, we might recognize a pattern
in the family if other family members also suffer from heart disease. Remember
that for older relatives and the more generations you go back, many times the
cause of death could be due to pneumonia or an infectious disease rather than
chronic health problems that we may suffer from for many years as adults.



Death certificates

* The LDS Family History Library in
Salt Lake City has death records

= Some states have death indexes

= To find:

— Check the Family History Library Catalog or
ask the front desk for help

* Look by state, county, and sometimes city

genomics

— Search death indexes online

The LDS Family History Library in Downtown Salt Lake City has death records.
You can also find death indexes by doing online searches. Search by state, county or
even city. For your genealogy records, you should get a photocopy of the death
certificate or, if possible, the original copy. Death certificates can be ordered online
or by contacting your state/county/city. The cost can range from $5-$30. The
Family Health History Toolkit provides more detailed instructions on how to access
death certificates.
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Funeral home records

= Required by law to keep records,
even if ownership changes

* Funeral homes help in recording
death certificates and obituaries

= To find:

— www.funeralnet.com

genomics

— National Yellow Book of Funeral Directors
— Call and tell them what you need

Surprisingly, funeral home records can be a wonderful place to find important
health information. Many states, but not all, have laws requiring funeral home
directors to keep records even if ownership changes. Often, funeral homes help in
recording death certificates and writing the obituaries and may have other records
you can request. The best way to get funeral home records is to simply call the
funeral home director and politely explain what you are in need of. However, you
should know that sometimes, to protect a person or family’s privacy, the funeral
director may not be able to give you much information. You can also try searching
online at www.funeralnet.com (has access to recent obituaries and cemetery
records) or looking in the National Yellow Book of Funeral Directors. Treat them as
the “golden goose” that they are! Again, the Family Health History Toolkit has
further detail about these types of records.

25



Obituaries

= Cause of death may not be included

= Look for donations and thank yous

— “In lieu of flowers, please make a donation
to the Arthritis Foundation”

— “The family would like to thank the

§ Alzheimer’s Clinic”
g = To find:
— Newspapers in public libraries or state
archives

— Internet search (“obituary index”)

Obituaries are another source that contain health clues. However, as many of you
know, in recent years the cause of death has not been included in the obituary. But
you can find other hidden health clues. For example, perhaps the person suffered
from arthritis and the family has asked that in lieu of flowers donations be made to
the Arthritis Foundation. Or you may see something in the last paragraph of the
obituary like “the family would like to thank the staff at the Alzheimer’s Clinic.”
These clues, coupled with the information you’ve gathered from living family
members, can help you piece together your family health history.

You can find obituaries in newspapers, often available in your public library or state
archives. You can also try an Internet search by Googling something like “obituary
index” and then listing the state.
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United States Census (1850-1930)

= Health clues such as:
— Gaps between children

— Occupation (“mad hatter” was someone who
worked with chemicals that affected the brain)

— Different spouse or single parent

— Nieces, nephews, or grandchildren living with family
(possible early death in family)

genomics

— Institutionalized (hospitals, schools)
* Inmates
* Wards or patients

*Look in the Family Health History Toolkit for how to find
census records

The United States Census records also contain health clues, although not as specific as what can be
found on death certificates, funeral home records, and obituaries. We will go over some of the health
clues found in the census records, including:

*Gaps between children. This clue may indicate a parent, probably the mother, died young from a
health problem. Remember though that generations ago, most people died from infections rather than
chronic diseases but this is not always the case.

*Occupation. A great example of a health clue with occupation is if someone worked as a “mad
hatter”. “Mad hatters” were hat makers that used mercury to get the fur off pelts which were made
into top hats. Hatters breathed in mercury vapors that caused kidney and brain damage. This helps us
better understand how our environment can be a risk factor for developing health problems.

«Different spouse or single parent. Again, perhaps a parent died young from child birth, an infection,
or even a chronic health problem that tended to run in the family.

Nieces, nephews, or grandchildren living with the family. Often, when this situation occurred, it
meant the parents had died.

«If listed, and depending on the census record you are searching, whether the person was
institutionalized. Sometimes you may see the terms “patient,” “ward,” or “inmate.” This could
indicate a mental illness, learning disabilities, or other genetic problems/birth defects if the person
was institutionalized in a mental facility or asylum.

Use the Family Health History Toolkit to learn how to access United States Census records.
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This is an example of what you might see on the census records.

(INSTRUCTORS: These next steps are given in the order that the documents will
appear in the Power Point)

1. Notice the difference in age between the husband and wife (Hans Jensen and
Anna Jensen). This 21-year difference may indicate Hans’ first wife passed
away at an early age or even that Anna’s husband had passed away.

2. Notice that a niece, June Handcock, is also living with the Jensen family. This
could possibly be due to a family health issue or indicate that her parents had
died.

3. Looking now at the Andersen family, we see a 7-year gap between the youngest
children. Again, possibly due to some health issue in the family. Perhaps another
child died or the mother may have some health issues (think about your family
now — has anyone had several miscarriages, preterm labor/birth, stillbirths, etc.).

4. Again, we see another niece living with the family.
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Old medical terms

* You may have to decode old
medical terms

= Examples:
— “dropsy” = congestive heart failure
— “apoplexy” = stroke

— “toxemia of pregnancy” = eclampsia

genomics

= Resources
— Cyndi’s List under “Medical and Medicine”

http://www.cyndislist.com/medical.htm#Diseases

As you begin to search for health clues in your genealogy records, you may notice
some funny medical terms you’ve never heard of before. Diseases were often called
things that we no longer refer to today. For example, “dropsy” is now known as
congestive heart failure; “apoplexy” is a stroke, and “toxemia of pregnancy” is now
referred to as eclampsia or high blood pressure during pregnancy.

If you run into this problem and aren’t sure what the term means, use Cyndi’s List
by searching under “Medical and Medicine.” You can also find some old medical
terms in the Genealogical Journal volume 28.
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Assessing your family health history

* You may have a higher
risk if...
— Early age of onset

— 2 or more close family members
have the same disease

— 2 or more generations with the
same disease

— Disease occurs in less often
affected sex (breast cancer in
males)

— Related conditions (heart
disease and diabetes)

ov/ genomics

Once you begin collecting your family health history, you’re bound to wonder “am |
at risk for getting the health problems that run in my family?”

Here are some “red flags” that may indicate you have a higher risk of developing a
health problem than someone without a family history:

*Early age of onset. The earlier a person develops a health problem, the more likely
it is caused by genetics and the higher your risk or your family members’ risk for
developing the health problem. A good rule of thumb for early onset is if a person
gets the health problem 10-20 years before most people develop it. Slide #35
provides specific examples of what is considered “early onset” for several diseases.

*Two or more close family members with the same health problem
*Two or more generations that are affected by the same or similar health problem

*Disease that occurs in the less often affected sex (For example, having a male
relative with breast cancer is extremely rare and can increase your risk)

*Having related conditions in your family, such as having a family history of both
diabetes and heart disease or breast and ovarian cancer
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What is “early onset”?

health.utah.gov/ genomics

Disease

Breast cancer
Colon/colorectal cancer
Coronary heart disease
Diabetes

Endometrial cancer
High Blood Pressure
Dementia

Ovarian cancer
Prostate cancer

Stroke or mini-stroke
Sudden unexpected death

Thyroid cancer

Age
<50
<50
<55-65
<20
<50
<40
<60
<50
<60
<60
<40
<50

Here are some general guidelines for what is considered “early age of onset” for a

number of health problems.
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Genetic counseling

/ * Who should talk to
/ \ a genetic counselor?
wi] = What will | learn

. from a genetic

) counselor?

— Treatment or
management

— Your risk for the health
problem

genomics

If your family has any of these “red flag” patterns, you should talk to your doctor.
You should also consider talking to a genetic counselor if there are any birth
defects, growth or development problems, pregnancy concerns or other known
genetic conditions in the family.

Genetic counselors will help you assess your risk for a health problem that runs in
your family, decide if genetic testing is an option for you, tell you about treatments
for the health problem, and refer you to support groups and other resources.
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You can’t change your genes...

= But you can change your behaviors!
— Talk to your doctor or see a specialist
— Get early or more frequent screening tests
— Eat healthy foods
— Get more physical activity
— Stop smoking

Voo &

While it’s true that we can’t change our genetics, we can change our behaviors!

genomics

Remember that just because something tends to run in your family, that doesn’t
mean you are doomed to get the same health problem. You have a lot of control
over the choices you make that can keep you and your family healthy for as long as
possible. Examples of things that you do have control over that can keep you
healthy, or at least catch the disease early on when it is most treatable, include:

Talking to your doctor or other specialists about screening tests
*Getting early or more regular screening tests

*Eating healthy foods

Staying physically active and maintaining a healthy weight
*Quitting smoking or never starting!
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You can’t change your genes...

= But you can make
a plan for better
health

— What are your
health habits now?

— What can you do
better?

— Are there prevention
guidelines?

genomics

Perhaps the most important step oin learning about your family health history is to
make a plan for better health. Making healthy choices and getting appropriate
screening tests can help you stay as healthy as possible or detect a problem earlier
on when it is most treatable. Work with your family to make these changes and
together improve your health!
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Fun ideas

health.utah.gov/ genomics

One of the fun ideas listed in your toolkit is to use butcher paper instead of
tablecloths at your next family dinner. Put out crayons or markers for everyone and
let your family draw a family tree or pedigree on the paper. Write down as much
family history, including health information, as you can. It’s a great way to get
everyone talking and learning not only about your genealogy but your health history
as well.

INSTRUCTORS: You can make copies of the “Fun Ideas” handout for each class
member instead of the toolKkits.
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Summary

" Introduce concept of family history

= Talk about...
— Risk factors
— How to collect a family health history
— What to do if you are worried about it

genomics

= Ask family members to look out for
each other

Finally, the Summary Section of the toolkit will remind you how to introduce the
concept of family health history to your family members. It also provides talking
points you can use to discuss your health history, risk factors that can affect your
health, and what to do with your family health history after collecting it.
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Resources — Web Sites

Utah Department of Health

— www.health.utah.sov/genomics

CDC Family History

— www.cdc.gov/genomics/public/famhistMain.htm

U.S. Surgeon General Family
History Initiative

— www.hhs.gov/familyhistory/

// genomics

Genetic Alliance

— www.geneticalliance.org

If you’re interested in learning more, you can visit these Web sites for help
collecting your family health history.
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Resources — books

genomics

= Shawker, Thomas H. Unlocking your genetic
history: A step-by-step guide to discovering your
family’s medical and genetic heritage. Rutledge
Hill Press, 2004.

* Daus, Carol. Past Imperfect: How tracing your

family medical history can save your life. Santa
Monica Press, 1999.

* Bennett, Robin L. The practical guide to the
genetic family history. Wiley-Liss, Inc., 1999.

= Milunsky, Aubrey. Your genetic destiny. Perseys
Publishing, 2001.

Here is a list of books that can help you learn how to collect your family health

history.
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Tell us your story!

genomics

* Help other families understand why
family health history is important

* Tell us:
— How you learned about your family health history

— What impact this has had on you and your family

Help other families learn why knowing their family health history is so important —
by sharing your own experience collecting one!

Visit www.health.utah.gov/genomics for more information on how to submit your
story. Any format (written, video, etc) is accepted.

INSTRUCTORS: Remind participants how helpful it was to hear from other
families’ experiences earlier in the presentation and encourage them to share with
others what they have learned and how their family health history has impacted
their lives. You can also make copies of the “Tell Us Your Story!” flyer included in
the packet for each class member.

39



