
Kristin McKay advocates for Hunter Syndrome research 
By RHEA-FRANCES TETLEY
Staff Writer

Crestline resident Kristin McKay is making a 
significant difference in the lives of the many people she 
knows, and thousands more she will never meet. She is a 
trailblazing advocate for those who are affected by Hunter 
Syndrome, a genetic disorder that affects males only, but can 
be transmitted by women who have the genetic marker.

She is doing this by leading Project Alive as it moves 
forward. She was recently recognized for her “Transformative 
Leadership in Rare Disease Advocacy” during Women’s 
History Month. “Under Kristin McKay’s leadership, Project 
Alive has become a beacon of hope for families affected by 
Hunter syndrome,” (wric.com.)

Hunter Syndrome is a progressively debilitating 
and life-shortening disease and, at this time, has no cure. 
Those who have it traditionally have a short stature and a 
larger head with prominent facial features and stiff joints. It 
enlarges their internal organs and is degenerative, removing 
as they live those life functions they have acquired, such as 
speech and body movements.

McKay joined the Project Alive Board of Directors in 
2020, was made the Executive Director in 2022, and through 
her own life and experiences is giving a focused dedication 
and public awareness to the rare disease community. It is 
through her actions and dedication to those who are affected 
by this and other rare genetic syndromes that lives are being 
changed and medical research is advancing. She is trying 

to bring focus and public 
awareness to the topic 
of rare genetic disorders, 
and through this public 
awareness hopes more 
research will be funded and 
more testing will be possible 
to allow carriers to be aware 
of their condition, thus 
allowing more breakthrough 
discoveries to occur.

One of the 
improvements that McKay 
is very proud is that Project 
Alive succeeded, in 2024, 
in getting a new law passed 
that all babies born in 
California are screened at 
birth for Hunter Syndrome. 
If positively identified, those 
born with the disorder will 
be able to begin immediate 
treatment, because effects of 
the syndrome, if not treated 
immediately, will get worse 
because they cannot be 
reversed. Affected infants 
may receive new enzyme 
infusion treatments and 
stem cell transplants that 
can reduce the damage the 

syndrome causes. With early knowledge of having the 
syndrome, lives can be extended and symptoms reduced. 

Project Alive is currently pushing for therapies 
that will save lives, including new gene therapies and 
enzyme replacements that will cross into the brain. They 
are awaiting FDA approval, which is anticipated later this 
year. The Center for Biological Research has been given 
approval for the gene therapy, and the center from Drug 
Evaluation and Review is currently studying the results 
thus far, which are very promising, McKay said.

Through Project Alive, McKay has been 
spearheading some groundbreaking initiatives, which 
include funding innovative gene therapy research and 
ensuring that affected families have access to crucial 
resources, fewer insurance problems and counseling 
support for families and siblings, as well as financial 
support for those in clinical trials.

The new once-a-week enzyme infusions delay 
symptoms and seem to prevent some of the neurological 
damage and cognitive decline. This is a breakthrough for 
those families.

McKay has a couple of personal connections to 
Hunter Syndrome. Her younger brother was born with 
Hunter Syndrome and, through the innovations made in 
his lifetime, she saw improvements to his life and his 
longevity. He was not diagnosed until he was ten years 
old, but he lived many years longer due to the treatments 
he did receive, dying at age 19.

Boys diagnosed at birth and put into treatment after 
only one to three years are seeing significant differences, 
such as less hearing loss, keeping speech longer, more 
standard growth and major changes in the progression of 
the disease. Biomarkers and lab testing are being used to 
document improvements. Those in the programs are showing 
remarkable progress.

From research and testing, it has been discovered that 
the build-up of Heparin Sulfate in the brain defines Hunter 
Syndrome, and by reducing that, and hopefully in the future 
treating it neo-natally, it will lead to a cure of the syndrome.

McKay took the genetic testing when she was pregnant 
since her brother had been affected. She and her husband, 
Mathew McKay, who is a Mountain High School graduate 
from the class of 2011, knew before Charlie’s birth that he 
would possibly have the syndrome. Upon birth, Charlie was 
tested and was found positive for Hunter Syndrome, so he 
was immediately put into the program, receiving stem cell 
transplants at Children’s Hospital of Orange County (CHOC) 
for the first two years of his life.

He now shows few, if any, symptoms of Hunter 
Syndrome. However, at this point, no one is sure how long 
those treatments are effective. The stem cells are not a cure, 
but are an effective treatment. During a subsequent operation 
to install a port for the treatments, Charlie suffered a medical 
emergency and some brain damage. It is because of that 
setback he is now enrolled in special education classes at 
school.

Because of Charlie’s situation, Kristin is also an 
advocate for parents of special needs students at the school, 
and pushing for inclusion in activities to the best of their 

abilities. She is very positive about the special education 
programs being offered in Rim Schools. “The teachers 
and the principal at VOE and the aides are wonderful, the 
community is generous and it seems to look out for our 
special children. The school staff were involved in the Rotary 
Polar Bear Plunge last month, raising funds for Project Alive 
to help give Charlie a chance to survive.” Kristin is interested 
in getting involved in the Rotary clubs locally, too, as her 
mother-in-law was a past president of the Lake Arrowhead 
Rotary Club.

Under McKay’s leadership, Project Alive has become a 
beacon of hope for families that have been affected by Hunter 
Syndrome. Her commitment to advocating for patients, her 
use of her skills to raise critical funds for research and her 
ability to foster a supportive community has positioned her 
as a powerful force in the fight against rare diseases. Project 
Alive has curated a wealth of resources and tools to help 
families along the way. They offer support in education, 
healthcare, federal resources and knowing their rights.

Currently, there is a new clinical trial of a stem cell 
treatment program that is currently being tested at the 
University of California San Francisco that looks very 
promising for those with Hunter Syndrome. Although Charlie 
does not qualify for this study, he will probably benefit from 
the knowledge gained from it.

McKay was recognized for her leadership and 
determination and unwavering dedication to the rare disease 
community that is changing lives and advancing medical 
research. “Her tireless energy continues to advance the goal 
of solving and eliminating Hunter Syndrome.” 

For more information about Project Alive and how you 
can support its mission, visit Projectalive.org.
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Volunteers Wanted for Forest Cleanup Projects
By RHEA-FRANCES TETLEY
Staff Writer

The Bear Valley Protection Society 
(BVPS), centered in Running Springs, 
is conducting projects throughout the 
mountain communities to make the 
environment and forest healthier.

Led by Adam Creason, the group 
is seeking volunteers for this spring and 
summer activities of cleaning the forest and 
community areas. Last winter, 35 BVPS 
volunteers cleaned the forest from two 
large, former homeless encampments in 
Valley of Enchantment in Crestline. The 
completion of this project made that section 
of forest safe for everyone to enjoy hiking 
through and using again.

To begin this spring, BVPS will 
start with a much easier project. The first 
cleaning opportunity of 2025 is the Running 
Springs downtown area itself on April 26. 
The winter tourists often leave trash behind, 
and the town wants to look shiny clean 
again. BVPS will be meeting with those 
who want to volunteer behind Neo’s Pizza 
in Running Springs at 9 a.m. for a Running 
Springs clean-up day. They invite all who 

are interested in keeping our mountain 
communities clean to come and help, as 
many hands make the work easier.

“Together, we’re making a difference 
and protecting the places we love,” said 
Creason. “Just one hour of your time can 
make a huge difference.”

This season, BVPS plans to clean 
up additional encampments and more, as 
they will be working with the U.S. Forest 
Service and the Rim Recreation and Park 
District and hope to work with several 
chambers of commerce. Through education 
and outreach that will, hopefully, play a 
key role in preventing illegal dumping. 
They have plans to work with the Forest 
Service to restore some of the forest that 
was damaged by dozer cuts from the Line 
Fire and partner with Rim Rec on growing 
native plants gardens.

“The mission of the Bear Valley 
Protection Society is to restore the natural 
beauty and ecological integrity of the San 
Bernardino National Forest,” Creason said, 
adding, “Our forest is being destroyed by 
illegal dumpsites.”

The group cleans up those illegal 

dumpsites and hiking 
trails within the forest 
and local mountain 
communities, in 
coordination with 
local volunteers. 
Another arm of 
their efforts is 
planting Coulter 
Pine seedlings. 
They intend to plant 
4,000 seedlings in 
the former Line Fire 
area this season and 
they have plans to 
establish a nursery 
to cultivate and grow 

native plants for the rehabilitation of the 
area, in conjunction with the Forest Service. 
They also plan to remove invasive species 
from the forest. This will help preserve this 
vital ecosystem for future generations.

The group hopes to play a major 
role in the health and rehabilitation of 
the San Bernardino National Forest. The 
Bear Valley Protective Society is a 501c3 
nonprofit organization. They believe, 
through these ongoing efforts, that they are 
making a tangible difference in the health 
and sustainability of our public lands. If 
you would like to be involved in these 
future projects or cleanups, contact Creason 
through the Bear Valley Protection Society’s 
webpage, www.bearvalleyps.org.

Trash and debris left at an abandoned homeless encampment in Valley of 
Enchantment. (File photos)

Local residents partnered with Forest Service firefighters during last December’s forest cleanup 
project.

Free COVID-19 vaccination clinic in Crestline on Saturday, April 5
The Crest Forest Senior Citizen’s Club parking lot at Leisure Shores 

has been chosen by the San Bernardino County Health Department to 
offer a free COVID-19 vaccine clinic on Saturday, April 5. The address 
of the clinic on the east shore of Lake Gregory is 24685 San Moritz Drive 
in Crestline. The clinic will last from 10 a.m. to 2 p.m. They invite all 
who need a booster shot to come to this local clinic.

At the clinic, the county will be offering free vaccination shots for 
those age 6 months and older who need to receive an updated COVID-19 
Moderna vaccine booster shot. No insurance is necessary to receive this 

vaccination.
Preregister for an appointment, if you wish, by going to MyTurn.

ca.gov to register, or call the COVID hotline at (909) 387-3911. Walk-ins 
are welcome. Bi-lingual staff will be available at the clinic.

For those under the age of 18, an adult guardian must be present. It 
is suggested, if a child is less than 4 years of age and previously received 
an initial Pfizer vaccination shot, that child should get a Pfizer booster, 
which will not be offered at this clinic.  

Holding Charlie is Kristin McKay, who was just 
recognized for her advocacy and dedication to the 
research into Hunter Syndrome through her leadership 
of Project Alive. (Photo by Rhea-Frances Tetley)




