
Volume 19

Living Healthy with PWS Newsletter   1LathamCenters.org

LivingHealthywithPWS
Quarterly Newsletter

Latham Centers creates opportunities for independence, self-worth, 
and happiness for children and adults with complex special needs.

The Sweet Sounds and 
Sights of SummerTide: 
Exploring the Cape With Friends

by Katrina Kozak

SummerTide is Latham Centers’ field trip-based 
program that takes place throughout July and August, 
and over my time at Latham Centers, I have learned that 
it is our students’ favorite time of year. Recently, I asked 
them why SummerTide is the best program offered and 
the kids said, “the weather is always awesome,” “we go 
off-campus every day,” and, “we have lots of new kids 
and staff that come for the summer.” 

The curriculum educates our students about the unique 
beauty of Cape Cod and helps them understand the 
fragility of its complex ecosystems and the value of 
preservation. The added bonus, students explain, is the 
fun of getting off campus and hanging out with their 
friends. On these outings, we incorporate all that is 
magical and fun about summers on Cape Cod while 
providing our students with a deeper connection to 
its history – including its indigenous people like the 
Wampanoag, its ecology, and the duty we all share to be 
good stewards. 

We created SummerTide to meet a portion of the 
Massachusetts Common Core science curriculum 
framework. Science Club, led by Latham Special 
Education Teacher Jeff Lee, is very popular among our 
students. Jeff recently shared a wonderful collection 
of photos he and his colleagues took of our students 
enjoying the SummerTide outings to explore Pleasant 
Bay, view the seals on Monomoy Island, and discover 
other unique Cape destinations. In an email he sent 
to his colleagues, Jeff showcased the genuine team 
effort our Children’s Services staff coordinated to make 
SummerTide possible for our students. 

Since 1970

SummerTide continued to next page
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Family Support: Latham Open 
Tennis Tournament Creates 
Awareness and Raises Funds   
by Erica Robinson

The 4th annual Latham Open was a great success and 
wrapped up Sunday, August 14th under blue-bird skies 
and drier, cooler air. A perfect day for tennis!

The USTA-sanctioned Latham Open tennis tournament 
was held in Harwich at the Brooks Park Community 
Tennis Courts. This year, Latham students who were part 
of the Latham tennis clinic also joined in by volunteering 
at the event – greeting players, answering questions, and 
passing out t-shirts.

High school student Rufus McCleery and his friend 
Oliver Prantis have been planning and executing the 
tournament for the benefit of Latham Centers for the 
last 4 years. They started the tournament to ‘give back’ 
to Latham because Rufus’ little brother is a student at 
the school and ‘has done so much for him’. Also joining 
Rufus was his father Matt, a Latham board member, his 
mother Buffy, who designed the Latham Open t-shirts, 
and brother Homer, a Latham student. We are so proud 
of our student volunteers and so fortunate to have Rufus, 
Oliver, and the whole McCleery family on our team!

“I just wanted to take a 
moment to thank everyone 
for an amazing summer full 
of outings for our students. 
Last Friday was the last 
science outing, and I had a 
weekend to reflect on all the 
hard work everyone here at 
Latham did to ensure these 
trips went off without a 
fault. 

I want to thank Tiffany for 
helping call and set up the 
contacts when I couldn’t 
find the time. You had a 
huge part in making sure 
these experiences happened; 
I am thankful for that. 

Second, I want to thank all the staff that went out with 
me to help support our students. You all made these 
outings so much fun and memorable for them. It was 
so amazing to see the smiling faces all summer long. 
Thirty-seven students had a chance to get on the seal-
watching boat, which is a testament to the hard work you 
all do daily. 

I want to also thank the kitchen staff for all the work 
needed to ensure the students had lunch on time and a 
snack packed every day to enjoy on the way home. We 
all greatly appreciate it, and your hard work does not go 
unnoticed. 

Lastly, I want to thank the Latham Administration for 
supporting this program, and the Friends of Pleasant 
Bay for their generous grant funding to support 
SummerTide. Getting the students out and having 
these unique experiences means a lot to me, and it is 
incredible to have your full support to make these events 
happen for our kids.”  - Jeffrey Lee

Thank you, Jeff, for sharing your SummerTide journey!

SummerTide continued
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Taking the Anxiety Around Food Out of the Fall Holidays   
by Patrice Carroll

As caregivers, parents, and family members, we tend to 
put the safety and wellbeing of children with PWS before 
everything else. Keeping a food-secure and predictable 
environment is the cornerstone of the work that we do, 
but that doesn’t mean that holidays and special events 
need to be skipped.

Children with PWS are, unfortunately, used to being 
kept apart from celebrations in school and special events 
in families because of the lack of food security and the 
inability to predict the environment.  Many parents make 
the difficult decision to skip weddings, holiday meals 
with the extended family, and even vacations in order to 
keep their child with PWS safe and calm. Allowing for 
some time (with a good exit plan) can be a way to have 
the best of both worlds. 

Parents can feel 
isolated and distanced 
from their extended 
family when they are 
constantly skipping 
big family events, 
and this may lead 
to resentment and 
sadness towards 
their child. There are 
ways that parents 
and caregivers can 
participate with and 
without their child 
with PWS, allowing 
for a more sustainable 
lifestyle and greater family connection and support. 

• Have an exit plan.• Have an exit plan. If you are bringing your child to a 
holiday dinner and family event, be sure to have an 
exit plan. When you see your child begin to be off 
baseline, put your exit plan in motion. Some families 
hire someone to attend the event with them and that 
person can leave with your child. Having a plan for 
something fun to do when they leave will make the 
transition easier and your child will not view their 
leaving as a negative event. Other families have a 
family member who is designated to leave so that you 
can stay and enjoy the event. Others simply decide 
to attend for a short amount of time and then leave 
either before the meal or right after. 

• Plan for a stay-at-home option.• Plan for a stay-at-home option. Even the best plans 
need a plan B. Sometimes things can go smoothly 
right up until it’s time to leave. Have a plan to stay 
home if the pressure and anxiety of the holidays, 
attending a wedding, or other event become too 
overwhelming for your child. 

• Practice and inform.• Practice and inform. Be sure that your child 
knows that the event is coming up and what your 
expectations are. 

• Children with PWS should and can be included in • Children with PWS should and can be included in 
special events.special events. Planning will allow for a successful 
event that includes the child with PWS, giving them a 
more typical childhood experience. 

• Holidays that include food can be modified. • Holidays that include food can be modified. 
Halloween treats can be non-edible (stickers, pencils, 
sensory toys), and Thanksgiving and Christmas can 
include crafts and activities instead of candy and 
baked goods. 

• Give your child time to prepare for and recover from • Give your child time to prepare for and recover from 
events that are not part of their normal routine.events that are not part of their normal routine. Social 
stories, written expectations, and role playing are all 
helpful tools to help your child cope with and enjoy 
special events. 

Keeping your child safe is always the number one 
goal. Being aware and cognizant of their mental 
health, feelings of inclusion, and normalcy is a close 
second. Having a plan, preparation, and asking for help 
from outside of your immediate family can allow for 
successful experiences for both you and your child. 

Patrice Carroll, LICSW (Latham’s Director of PWS Services), 
is world-renowned for her Prader-Willi syndrome expertise.

“Children with 
PWS should and 
can be included 
in special events. 

Planning will allow 
for a successful event 

that includes the 
child with PWS, 

giving them a more 
typical childhood 

experience.”
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Latham Centers staff members have made the most 
of recent opportunities to attend multiple conferences 
across the world. As an agency, we recognize the 
importance of participating and enabling our staff to 
explore these conference sessions, meet new people in 
our field, and stay abreast of best practices. In July, we 
traveled to the University of Limerick for IPWSO’s 11th 
international conference. In late September, we went to 
Chicago for the Foundation for Prader-Willi Research 
Conference. We asked our staff what they gained by 
attending. Below are their words. 

International Pader-Willi Syndrome International Pader-Willi Syndrome 
Organisation Conference: IrelandOrganisation Conference: Ireland

“Everyone has had different experiences when it comes 
to PWS—some several years, others just beginning, but 
being able to expand and share our knowledge among 
international professionals, caregivers, and parents was 
an incredible experience. It’s amazing to see how far the 
research and development about PWS has come and 
what the future holds.”

– Monique Williams, 
Director of Health and Wellness

“Being in Ireland gave me the opportunity to learn 
about how different countries and cultures work with 
individuals with PWS around the world.” 

– Matthew O’Sullivan, 
Assistant Principal

“Regardless of the language we speak or what country we 
are from, we all understand PWS. And we face the same 
struggles as caregivers as well as individuals facing the 
same exact struggles no matter where they are from.”

 – Patricia Morgan, 
Adult Services Residential Manager

“My big take-away was how the genetics of PWS directly 
affects brain function, not just indirectly through 
endocrine pathways. This has major implications for the 
use of psychotropic medications in the management of 
behavior.”

– Colleen Sari, MD, 
Child Psychiatrist

“Incredible opportunity to learn and share PWS 
knowledge and skills. Ireland’s culture was also very 
enthralling and well worth the visit.”  

– Bethany Franklin, 
Adult Services Residential Manager

“It was incredible to be in a room with so many 
providers and professionals who care so deeply about 
individuals with PWS. The knowledge that was brought 
from all over the world and shared is exactly what is 
needed to continue to provide the best care to our 
individuals!”

– Brittni Kliment, 
Director of Program Marketing and Admissions

PWS Conferences: Ireland and FPWR Recaps from Participants
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Foundation for Prader-Willi Research Conference: Foundation for Prader-Willi Research Conference: 
ChicagoChicago
 
“Hearing about the progress made in PWS research 
within the past decade was inspiring. We were given real-
time updates and glances of upcoming research projects 
and success stories of clinical trials. Both of which are 
heartwarming for providers and families of individuals 
with PWS.” – Taylor Burns, 

Assistant Residential Director
 
“I enjoyed hearing from so many professionals in the 
field of PWS and was reaffirmed that our practices at 
Latham Centers are in-line with the best standards of 
care. I can’t wait to share this information with my 
colleagues when I get back on campus.”

 – Ashley Boudreau, 
Behavior Technician

 

“I was impressed with the quality of cutting-edge 
medical and research presentations. But even more 
helpful was the collegiality of the experts and their 
willingness to share insight and expertise.” 

– Colleen Sari, MD, 
Child Psychiatrist

 
“I enjoyed attending the 2022 FPWR Conference in 
Chicago. By attending the conference, we were able to 
unite with the national PWS community, both parents 
and professionals, to discuss the latest research guidance 
and learn new tools.” 

– Monique Williams, 
Director of Health and Wellness

 
“Attending the sessions at the Chicago conference gave 
me a sense of reassurance knowing that the things 
they shared in each session are things we implement 
here at Latham within our PWS population already. 
Learning about the PWS research and studies they have 
been doing was my favorite part. To know there are 
people committed to helping our PWS population is so 
heartwarming. I can’t wait to see what comes next!!” 

– Lauren Green, 
Day Supervisor


