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In 2007 we met the Nez family at a summer camp in upstate New York for children with the rare genetic disorder XP. Dorey
and Yolanda had traveled over 2,000 miles with their daughter Leanndra from their home on the Navajo reservation in New
Mexico in order to learn about different treatment options for XP, which can lead to cancer and death from any exposure to
sunlight. From our very first conversation, Dorey and Yolanda opened their hearts and lives to us, revealing the unique challenges of dealing with the disease as a Navajo family. They told us about the tug-of-war struggle between Navajo healing
ways and Western medicine and their isolation within their community as they questioned all that was sacred to them.
We were fascinated by their personal story, but when they mentioned that they were also exploring a possible link between
XP and a hidden event in Navajo history, we understood that their story was part of a larger historical narrative with the potential to expose the long-lasting effects of American colonialism. That’s why we decided to join Dorey and Yolanda’s journey to uncover the connection between XP and their past, which ultimately redefined their identities as modern-day Navajos.
Over the next four years of filming, Dorey and Yolanda opened a door for us into the Navajo community, which is otherwise
suspicious of outsiders. They welcomed us into their home in New Mexico and let us observe as they lovingly cared for their
dying daughter. We accompanied them as they challenged their community to break down long-held taboos and searched
for answers about why this rare disease had come into their lives. As the story unfolded and led us to unexpected places,
they revealed their most intimate secrets and exposed their unguarded emotions. We were constantly inspired by their honesty and strength—as well as their ability to remain positive in the face of adversity.
We were incredibly mindful of the need to present the film’s information in a way that is respectful of the Navajo people and
their history and traditions. As we developed our cinematic language, we worked hard to create a visual style and pacing for
the film that would reflect the Navajo way of life, particularly the role of nature as a constant character in dialogue with Native people’s lives. Sun Kissed was shot on HD and combines vérité scenes with more lyrical sequences that enhance the natural beauty of the Navajo land and the world surrounding it.
Dorey and Yolanda’s struggle illuminates the consequences of forgotten historical events and introduces us to the complex
reality of the Navajo Nation. As we are nearing the end of our journey with Sun Kissed, we hope that their compelling and
important story will be as impactful to audiences as it was to us.
Maya Stark and Adi Lavy
Filmmaker, Sun Kissed
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INTRODUCTION

Dorey & Yolanda watching the Sunset.

After losing their son to Xeroderma Pigmentosum, known as

Photo courtesy of Maya Stark

XP, a rare and fatal genetic disease that causes skin cancer
from any exposure to sunlight, Dorey and Yolanda Nez faced
the devastating reality that their daughter, Leanndra, was
also afflicted with XP. At their home in New Mexico, Dorey
shouldered the enormous burden of caring for his daughter,

Note:

while Yolanda, in her work as an advocate for Native American children with disabilities, encountered other Navajos

Many Navajo oral teachings advise against

who knew of children with the same disease. Following these

discussing the Long Walk. Please be sensitive to

leads, the couple made the astonishing discovery that while

the diverse points of view in your audience

XP shows up at a rate of one in one million in the general

when leading your discussion. For additional

U.S. population, on the Navajo reservation, which crosses

information about the sensitivity surrounding

three states, the rate is one in 30,000.

the Long Walk, please visit the KUED website to

The film shows the family caught in a tug of war between
traditional Navajo healing ways and Western medicine—neither of which is able to save their children. As Dorey and
Yolanda work through the intense emotion of accepting the
impending death of their child, they find themselves ques-

view an interview with Jennifer Denetdale,
assistant professor of history at the University
of New Mexico
http://www.kued.org/productions/thelongwalk/
film/interviews/jenniferNezDenetdale.php.

tioning everything they believe. And viewers question everything along with them. More than simply a window into
issues confronting Navajo people today, Sun Kissed
serves as a rich springboard for discussions about
identity, responsibility and the unique love of parents for their children.
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POTENTIAL PARTNERS

KEY ISSUES

Sun Kissed is well suited for use in a variety of settings

Sun Kissed is an excellent tool for outreach and will be

and is especially recommended for use with:

of special interest to people looking to explore the following topics:

•

Your local PBS station

•

Groups that have discussed previous PBS and POV

•

Children with disabilities

films relating to Navajos and other American

•

Cultural identity

Indians or to health issues, including

•

Cultural preservation

•

Genetic disorders

In the Family.

•

Geopolitics

Groups focused on any of the issues listed in the

•

Grief

Key Issues section

•

Health policy

•

High school students

•

Medicine

•

Faith-based organizations and institutions

•

Native American studies

•

Cultural, art and historical organizations,

•

Navajo culture and religion

•

Navajo Nation

•

Navajos’ Long Walk

•

Public health

•

Rural issues

•

Southwest (United States)

•

U.S. history

•

XP (xeroderma pigmentosum)

Up Heartbreak Hill, In the Light of Reverence,
Standing Silent Nation, Unnatural Causes and
•

institutions and museums
•

Native American tribal organizations, schools and
councils

•

Civic, fraternal and community groups

•

Academic departments and student groups at
colleges, universities and high schools

•

Community organizations with a mission to
promote education and learning, such as local
libraries

USING THIS GUIDE
This guide is an invitation to dialogue. It is based on a belief in the power of human connection, designed for people who
want to use Sun Kissed to engage family, friends, classmates, colleagues and communities. In contrast to initiatives that
foster debates in which participants try to convince others that they are right, this document envisions conversations undertaken in a spirit of openness in which people try to understand one another and expand their thinking by sharing
viewpoints and listening actively.
The discussion prompts are intentionally crafted to help a wide range of audiences think more deeply about the issues
in the film. Rather than attempting to address them all, choose one or two that best meet your needs and interests. And
be sure to leave time to consider taking action. Planning next steps can help people leave the room feeling energized and
optimistic, even in instances when conversations have been difficult.
For more detailed event planning and facilitation tips, visit www.pbs.org/pov/outreach
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BACKGROUND INFORMATION

Dorey peeking outside, Coyote Canyon, NM.

What Is XP?

Photo courtesy of Adi Lavy

Xeroderma Pigmentosum, known as XP, is a rare genetic disease that affects both males and females. People with XP
are extremely sensitive to the damaging effects of ultraviolet radiation. If undiagnosed and untreated, XP can lead to

and the loss of previously attained abilities, such as walking
and talking

the early onset of skin cancer and blindness. XP is an auto-

There are at least eight genes that are critical for this DNA

somal recessive disease caused by mutations in genes that

repair process. If a person is born with any of the eight genes

are critical for DNA repair. The body must repair DNA when

not functioning correctly, he or she will develop the symp-

it is damaged by harmful external agents, such as ultraviolet

toms of XP. The genes for XP are: XP-A, XP-B, XP-C, XP-D,

radiation, X-rays and chemicals, but in XP patients that re-

XP-E, XP-F, XP-G and variant XP. Mutations in the A, C, D

pair mechanism is turned off.

and variant genes make up more than 90 percent of XP

There is no cure for XP. The DNA damage is cumulative and

cases.

irreversible. Management is limited to avoiding exposure to

In the United States, XP is estimated to occur in one of every

UV radiation by staying indoors with sunlight blocked out

one million people, but the populations of some other coun-

and using protective clothing, sunscreens and sunglasses.

tries have a higher prevalence of XP. For example, in Japan,

Patients with XP and their families face many challenges in

XP occurs in one out of every 22,000 people. Incidence of

daily living. Constant education and reminders of afflicted

XP in North Africa (Tunisia, Algeria, Morocco, Libya and

people’s need to protect themselves from sunlight is para-

Egypt) and the Middle East (Turkey, Israel and Syria) is also

mount in managing XP.

high, especially in communities in which inbreeding is not

In addition, approximately 25 percent of people with
XP develop progressive neurological disease. This is
expressed in the form of developmental disabilities

uncommon.
On the Navajo reservation, the prevalence of XP is estimated
to be one in every 30,000 people.
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BACKGROUND INFORMATION

Dorey meeting his
great grandmother, NM.
Photo courtesy of Adi Lavy

Sources:
National Center for Biotechnology Information. “Xeroderma
Pigmentosum.”
http://www.ncbi.nlm.nih.gov/books/NBK1397/
National Institutes of Health. “Understanding Xeroderma
Pigmentosum.”

PBS. “The Navajo’s Ancient Roots.”
http://www.pbs.org/wgbh/mystery/american/navajoland/ancientroots.html
Salway, J.G. Medical Biochemistry at a Glance. Hoboken, N.J.: John
Wiley & Sons, 2011.

http://clinicalcenter.nih.gov/ccc/patient_education/pepubs/xp7_17.pdf
Online Mendelian Inheritance in Man. “Mitochondrial DNA Depletion
Syndrome 6.”
http://omim.org/entry/256810
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BACKGROUND INFORMATION

Dorey at Kit Carson's Cave, NM.

The Long Walk

Photo courtesy of Adi Lavy

The Long Walk was the climax of a brutal war of near-extermination waged against the Navajo people, beginning in

result, Erickson says, was a “genetic bottleneck” that allowed

1862 when Americans invaded the Southwest. More than

recessive genes like those that cause XP (relatively rare

10,000 Navajos were forced to walk 500 miles—those who

among the general population) to be present in all living

could not keep up were shot—and subsequently imprisoned

members of the tribe, which in turn led to the disease man-

in a camp called Bosque Redondo. After four years and

ifesting itself more often.

2,380 deaths, they were sent back to their homeland.

The Long Walk also marked the beginning of the modern-

The surviving Navajo were a devastated population. In Sun

day Navajo Nation and its assimilation into American culture.

Kissed, geneticist Robert Erickson estimates that the war re-

Historian Harry Myers tells Dorey and Yolanda in Sun Kissed

duced the tribe to no more than 2,000 adults of repro-

that the ulterior motives of the U.S. military were to convert

ductive age, and all 300,000 Navajos living today are

the Navajo people to Christianity and assimilate them into

descended from that limited pool of ancestors. The

mainstream American society.
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BACKGROUND INFORMATION

Yolanda holding Leanndra, Coyote Canyon, NM.

Sources:

Photo courtesy of Adi Lavy

Donovan, Bill. “Census: Navajo Enrollment Tops 300,000.” Navajo
Times, July 7, 2011.
http://navajotimes.com/news/2011/0711/070711census.php
KUED. “The Long Walk: Tears of the Navajo.”
http://www.kued.org/productions/thelongwalk/film/transcript.php
NPR. “The Navajo Nation’s Own ‘Trail of Tears.’”
http://www.npr.org/2005/06/15/4703136/the-navajo-nation-s-owntrail-of-tears
PBS. “The Navajo’s Ancient Roots.”
http://www.pbs.org/wgbh/mystery/american/navajoland/ancientroots.html
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BACKGROUND INFORMATION

Selected People Featured in Sun Kissed
Nez Family

Dorey

Yolanda (Sandoval)

Leanndra, 16-year-old daughter

Darnell, deceased son
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BACKGROUND INFORMATION

Selected People Featured in Sun Kissed
Golbe Family

Tina Golbe

Larry Golbe

Laronda, daughter

Lance, son
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BACKGROUND INFORMATION

Selected People Featured in Sun Kissed
Experts

Jon M. Aase, M.D., geneticist and clinical professor of
pediatrics, University of New Mexico

Harry C. Myers, Southwest historian

Robert P. Erickson, M.D., pediatric geneticist
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GENERAL DISCUSSION QUESTIONS

Immediately after the film, you may want to give people a
few quiet moments to reflect on what they have seen. You
might pose one of the general questions below and give
people some time to themselves to jot down or think
about their answers before opening the discussion:
•

If you could ask anyone in the film a single question,
who would it be and what would you ask him or her?

•

What did you learn from this film? What insights did
it provide?

•

If a friend asked you what this film was about, what
would you say?

•

Describe a moment or scene in the film that you
found particularly disturbing or moving. What was it
about that scene that was especially compelling for
you?

Horse running in the meadow, Coyote Canyon, NM.
Photo courtesy of Adi Lavy
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DISCUSSION PROMPTS

Responding to XP

Dorey and Yolanda meet with Harry Myers and Sun Kissed
crew Maya Stark and Black Horse Larry Lowe.
Photo courtesy of Adi Lavy

Yolanda says, “I always believed that the kids were sent to us
for a reason. They were brought to us to teach us something.” What lessons did you draw from this family’s experience and the way that Yolanda and Dorey handled things?

that created your disability”?

What answers do Dorey and Yolanda get when they ask

Dorey says that his daughter’s condition and needs “freak

family, friends, neighbors and experts for explanations of

out” his relatives, so they don’t visit. How does disability cre-

their children’s condition? Which of the explanations seem

ate isolation and how could families and communities act to

helpful and which seem to make things worse? When you

combat that isolation?

counsel family or friends in difficult circumstances, what do

When Yolanda’s son died, she says, “That’s when I really

you say? What, if anything, did you learn from the film that

questioned my religion. I haven’t gotten to that point of ac-

might influence what you say in the future?

ceptance yet.” What role do religious beliefs play in the par-

Both Dorey and Tina were told that the fact that they had

ents’ abilities to cope with raising children with a rare genetic

burned ants led to their children’s current condition.

disease?

What are the larger consequences of the message, in

Dorey’s prayers for his daughter always end with “Let har-

Dorey’s words, that “if you come up with a disabil-

mony be restored.” How would you describe the world view

ity child, you have done something in the past

expressed in these words?
DISCUSSION GUIDE
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DISCUSSION PROMPTS

What details did you notice about how Yolanda and Dorey

Did she have to leave the reservation to receive a good ed-

care for their daughter while she is sick, while she is dying

ucation? Why?

and after her death? How do their practices compare with
the traditions in your family around illness, death and burial?
Why do you think the filmmakers chose the title Sun Kissed?

Erickson describes how the Long Walk created a “genetic
bottleneck” by taking a large population and reducing it so
that the frequency of adults with certain recessive genes increased exponentially. Given his suggested link between the

Talking About Atrocities
One woman questioned by Dorey about the Long Walk says,

Long Walk and the increased risk of XP in Navajo populations, should there be reparations? Does the U.S. government have a responsibility to pay for current consequences

“The story of the Long Walk is confidential.” Why are elders

resulting from actions taken by the government generations

reluctant to talk about the Long Walk? What are the costs

ago?

and benefits to the community of its members’ decision to

What do you learn from the film about Navajo spiritual be-

remain silent?

liefs and teachings? How do these teachings compare to

Another elder questioned by Dorey says, “You can’t just tell

your own beliefs? Consider things such as Yolanda’s dream

the story [of the Long Walk] without a purpose. If you talk

about Leanndra’s impending death, the suggestion to ask

about it, it will harm you.” How can speaking about atrocities

the sun for forgiveness, Dorey’s prayers and connecting a

harm those who tell the stories? How about those who hear

parent’s youthful transgressions to the fate of his or her chil-

the stories?

dren.

Dorey says that his people don’t talk about the Long Walk

How do traditional Navajo beliefs and Christian beliefs inter-

“because a lot of people died… And Navajos don’t like to talk

sect in the film?

about death because you are just setting yourself for jinxing

Yolanda and Dorey derive their identity from two cultures,

yourself in that way.” How do members of your family or

Navajo and American. How does living at this kind of inter-

your culture handle conversations or stories about death?

section affect their beliefs and the way they live their lives?

Compare and contrast the ways that Navajos deal with the

How do their lives compare to those of others you know who

Long Walk with the practices of other ethnic groups whose

live at the intersection of two (or more) cultures? What are

members have survived atrocities (e.g., Jewish survivors of

the challenges of simultaneously living in multiple cultures?

Hitler’s camps or Cambodian survivors of the Khmer Rouge).

How is this family’s identity affected by the discovery that

What factors influence whether people choose to remain

some of what they believed to be ancient, indigenous Navajo

silent or choose to speak out?

traditions were actually relatively recent responses to op-

Neither Dorey nor Yolanda had been taught much about the

pression? How would you distinguish between beliefs and

Long Walk. What did you learn about this event in school? In

practices imposed by outsiders (and therefore inauthentic

your view, what should schools teach about historical atroc-

or distorted expressions of a culture) and inevitable adapta-

ities committed by the government? How could they teach

tions to circumstance that are grounded in tradition (and

about these events and still instill a sense of patriotism in

therefore an authentic part of a culture)? Why might know-

students? Who benefits most when these stories are left out

ing the sources of beliefs and practices matter to people like

of the curriculum? Who is harmed?
Growing up, what did you learn about America’s indigenous

Dorey and Yolanda? Do you think it might change the way
they see themselves? Why or why not?

tribes? What were the sources of your information? Looking
back, how reliable were those sources? In what ways does
the film confirm and/or contradict those lessons or messages?
Dorey says, “We don’t know anything about it. All we were
told was to go to school, learn the ‘white way.’ We forgot
our own culture.” Yolanda describes being educated in

Additional media literacy questions are available at:
www.pbs.org/pov/educators/media-literacy.php

Utah in the Latter Day Saints’ “placement program.”
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Director of Photography Avi Kastoriano shooting Dorey shooting.
Photo courtesy of Adi Lavy

Taking Action
•

Find out whether any families in your area have children with XP. If so, meet with them to find out what types
of support they would welcome. Alternatively, get involved in national efforts to support families dealing
with XP and/or support research aimed at treating or curing the disease.
Dorey offers this prayer for his daughter:
My creator, I am speaking to you again.
Please watch over my baby so that she won’t have to suffer, so that I may know she’s all right.
My creator, please hear my prayer,
With my prayer let beauty be restored, let harmony be restored, let harmony be restored.

•

At an interfaith gathering, compare Dorey’s prayer to prayers with which you are familiar. Then invite each
person in the group to craft a prayer for his or her own children and/or the children in your community. Invite
all participants to read their prayers aloud. Talk about how the prayers differ and what they have in common.

•

Work with your school district to ensure that accurate information about Navajo history and culture,
including information about the Long Walk, is included in the curriculum.

•

Host a screening for public health officials and staff. Use a discussion of health equity issues in the film as a
springboard to identify and address health equity issues in your community.
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RESOURCES

FILMMAKER WEBSITE
http://sunkissedthefilm.com
In addition to basic information about the film and filmmakers, the website includes a set of links related to XP
and background on the Navajo Nation.

Interact with Sun Kissed at PBS.org
www.pbs.org/pov/sunkissed
POV's Webby Award-winning website offers a broad range of exclusive online content to enhance the
broadcast of Sun Kissed. Watch the full film online for free for a limited time following the broadcast
(October 19 through November 17, 2012), download this discussion guide, lesson plans and other viewing
resources, view photos from the film and interact with the filmmakers through video interviews and an
online Q-and-A soon after the documentary airs on POV.

What’s Your POV?
Share your thoughts about Sun Kissed
by posting a comment at http://www.pbs.org/pov/sunkissed

About XP

Navajo History, Life and Culture

GENETICS HOME REFERENCE

MYSTERY! AMERICAN SPECIALS: SKINWALKERS

http://ghr.nlm.nih.gov/condition/
xeroderma-pigmentosum

www.pbs.org/wgbh/mystery/american/navajoland/
yestertoday.html

The National Institutes of Health provide this basic

The Navajo reservation is the setting for this mystery,

information on XP, including places to find help with

based on a Tony Hillerman novel, so the website includes

diagnosis and management of the disease.

a set of excellent essays on Navajo life, history and
culture.

XERODERMA PIGMENTOSUM SOCIETY
www.xps.org

NATIVE AMERICAN DISABILITY LAW CENTER

This support organization was developed by and for

www.nativedisabilitylaw.org

families affected by XP. The website features an extensive

This is the website of Yolanda’s employer, an advocacy

section on research and FAQs.

agency, and it includes an extensive set of links to
resources and related organizations.

XP FAMILY SUPPORT GROUP
www.xpfamilysupport.org

NAVAJO NATION GOVERNMENT

A full range of resources designed to improve the quality

www.navajo-nsn.gov

of life for families dealing with XP is provided on this

This site provides basic information about Navajo history,

website.

current government and services. Also see the website of
the nation’s legislative body, the Navajo Nation Council:
www.navajonationcouncil.org.
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RESOURCES

ALONG NAVAJO TRAILS: RECOLLECTIONS OF A

Health Equity

TRADER, 1898-1948
http://digitalcommons.usu.edu/cgi/viewcontent.cgi?
article=1047&context=usupress_pubs
In his memoir, trader Will Evans records and shares what

CENTER FOR NATIVE AMERICAN HEALTH
http://hsc.unm.edu/community/cnah/
commoutreach.shtml

he learned about Navajo culture while “on the trail,”

The center provides tribal and off-reservation communities

including stories he heard about the Long Walk.

with a number of outreach activities, including community
health fairs and workshops for parents of high school
students.
UNNATURAL CAUSES
www.unnaturalcauses.org/interactivities.php
The website for this documentary series has extensive
resources on the impact of social conditions, such as
racism and socioeconomic disadvantage, on health status.
The site includes a case study (http://www.unnaturalcauses.org/episode_descriptions.php?page=4) about the
prevalence of diabetes in one Indian tribe.
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HOW TO BUY THE FILM

To order Sun Kissed, go to www.shoppbs.org

Produced by American Documentary, Inc.
and beginning its 25th season on PBS in 2012,
the award-winning POV series is the longestrunning showcase on American television to feature the work of
today’s best independent documentary filmmakers. Airing June
through September with primetime specials during the year,
POV has brought more than 300 acclaimed documentaries to
millions nationwide and has a Webby Award-winning online series, POV’s Borders. Since 1988, POV has pioneered the art of
presentation and outreach using independent nonfiction media
to build new communities in conversation about today’s most
pressing social issues. Visit www.pbs.org/pov.
POV Digital www.pbs.org/pov
POV’s award-winning website extends the life of our films online
with interactive features, interviews, updates, video and educational content, as well as listings for television broadcasts, community screenings and films available online. The POV Blog is a
gathering place for documentary fans and filmmakers to discuss
their favorite films and get the latest news.
POV Community Engagement and Education
www.pbs.org/pov/outreach
POV films can be seen at more than 450 events nationwide
every year. Together with schools, organizations and local PBS
stations, POV facilitates free community screenings and produces free resources to accompany our films, including discussion guides and curriculum-based lesson plans. With our
community partners, we inspire dialogue around the most
important social issues of our time.

Major funding for POV is provided by PBS, The John D. and
Catherine T. MacArthur Foundation, National Endowment for
the Arts, The Educational Foundation of America, New York
State Council on the Arts, New York City Department of Cultural
Affairs, FACT and public television viewers. Funding for POV's
Diverse Voices Project is provided by the Corporation for Public Broadcasting and The Andy Warhol Foundation for the Visual Arts. Special support provided by the Academy of Motion
Picture Arts and Sciences. POV is presented by a consortium of
public television stations, including KQED San Francisco, WGBH
Boston and THIRTEEN in association with WNET.ORG.
American Documentary, Inc. www.amdoc.org
American Documentary, Inc. (AmDoc) is a multimedia company
dedicated to creating, identifying, and presenting contemporary
stories that express opinions and perspectives rarely featured in
mainstream-media outlets. AmDoc is a catalyst for public culture, developing collaborative strategic-engagement activities
around socially relevant content on television, online, and in
community settings. These activities are designed to trigger action, from dialogue and feedback to educational opportunities
and community participation.

You can follow us on Twitter @POVengage
for the latest news from
POV Community Engagement & Education.

Front cover: Yolanda Nez
Photo courtesy of Adi Lavy
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