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TIPS FROM OUR PWS EXPERT
Preparing for the Winter Holidays
By Patrice Carroll, LCSW

While the holidays can be difficult for someone with PWS 
because of the abundance of food, change in routines, 
and general excitement, it’s important for caregivers to 
remember to have fun, remember how fortunate you 
are, and manage expectations. Here are my top-ten 
suggestions for preparing for the holidays:  

1. Remember how fortunate you are. Ultimately, the 
holiday season is a time of reflection and a time to give 
thanks. Families touched by Prader-Willi syndrome have 
much to be thankful for. The more you can stay in touch 
with the spirit of the holiday, the easier it will be to get 
over the bumps in the road. Consciously stop and list the 
many reasons for gratitude. This simple mental shift can 
alter the entire experience.   

2. Choose your landing spots carefully. Maybe Aunt 
Mary’s house is not a good place for you to go. Every year 
she disregards everything you have told her about PWS 
and you leave her house a frenzied mess. You can say “no” 
to these obligations. During the holidays, surround your 
family with people that make your life easier and show a 
level of understanding that supports and nurtures your 
family rather than obstructs or hurts them. If the people 
aren’t right, the location is wrong, or there are too many 
unknowns, opt out of those events. It is better to hurt 
some feelings than to be involved in a messy spectacle. 
The people who truly love you will understand your 
choices and will stick by you no matter what.

3. Maintain regular routines as much as possible. It’s 
important to maintain the same consistent schedule you 
had pre-holidays. This consistency is relied upon by your 
child to create his or her own internal sense of security. 
With holiday parties and different people, this can be a 
difficult goal to achieve. Even if it is only maintaining the 
basic structure and important anchor points — like meal 
times, TV shows, and nighttime routines — try it! 
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4. Plan ahead. During the holidays, do “advanced 
scouting” and create a plan. These new experiences are 
exciting to many, but for individuals with PWS they can 
be overwhelming and debilitating. The more we can do 
to alleviate the unknown the better. Get menus of holiday 
meals, pictures of family members you will see, and 
lists of activities well in advance of the outing, and go 
over these items with your child. Create a specific game 
plan you will follow, including arrival/departure times, 
specific food plans, and list of clear expectations. Stick to 
it through the entire event.

5. If everyone is watching then no one is watching. Make 
sure that someone is specifically assigned to be with 
your child at holiday parties, especially around food or 
opportunities for food. When you assume that everyone is 
there and watching when at a crowded party, then typically 
no one is watching. Take turns providing individual 
support and oversight so that you also have time to relax 
and enjoy yourself. 



Fall 2018

Living Healthy with PWS Newsletter   2LathamCenters.org

6. Be realistic. Even though it doesn’t always feel this 
way, there are no obligations in the holidays that must 
be met. The truth is there are some events that may not 
be appropriate for your child. It is better to act from this 
forethought rather than crossing your fingers and jumping 
into something that ends badly. Even if you are scheduled 
to be somewhere and you realize that your child isn’t in 
the best space for handling this new situation, you can opt 
out. You know your child better than anyone and must act 
on your instincts. Don’t let others’ expectations determine 
your actions. 

7. Have an escape plan. There is a good chance that not 
every party, outing, and/or visit will go well. Having a plan 
will allow you to react seamlessly if things arise during 
the event. Ask yourself what you will do if your child is 
overwhelmed or acts out at the event. For example, take 
two cars when you go out so that just one person must 
leave with your child rather than the entire family. 

8. Create special moments for everyone. Although it 
takes extra planning and often comes with more stress, 
the holidays can be navigated very successfully by any 
family touched by PWS. In order to do this, you must be 
thoughtful in your plans for all family members. Create 
special family traditions that support and nurture all 
family members. Although you might have to do things 
differently, the holiday routines you create can be even 
more satisfying.  

9. Take care of yourself. Even though this is easier 
said than done, it must be a priority. Find ways to care 
for yourself and reduce your own internal stress. Even 
15 minutes walking around the neighborhood can do 
wonders for your ability to handle stress. 

10. Laugh. Keeping a sense of humor can save your sanity 
and your holiday spirit. The person if your life with PWS 
is very sensitive to any stress, yours included! Attempting 
to stay “light” and “free” in the chaos can be just enough 
to change that message. This is very difficult to do during 
the holidays for everyone. Keeping things in perspective 
and changing your focus to what is going right can be very 
helpful.   

Patrice Carroll is Latham Centers’ world-renowned Prader-
Willi syndrome specialist. She works with Latham’s residents 
with PWS, their families, and consultants, continuously 
learning and teaching about PWS best practices. Do you 
have questions for Patrice? Submit your “tip” topics or general 
questions to TipTopics@LathamCenters.org and read her Tip 
of the Week on our blog, https://www.lathamcenters.org/blog/
category/tip-of-the-week/. 

Children’s Program enjoys 
SummerTide Science Club learning
By Children’s Program Staff

Each summer, the students at Latham explore Cape Cod 
and all it has to offer in the donor-funded SummerTide 
Program’s Science Club outings. They learn math, science, 
and socialization skills. Staff take students on weekly off-
campus visits to places such as Mass Audubon’s Wellfleet 
Bay Wildlife Sanctuary, Pleasant Bay in Chatham, the 
Cape Cod Museum of Natural History in Brewster, and 
a student and staff favorite – Monomoy Island seal tours.
All staff collaborate in this endeavor; teachers, aides, 
nurses, clinicians and cooks. They set expectations and 
make sure students are safe to travel, pack lunches with 
specific calorie counts, and med-trained staff help with 
mid-day medication distribution.  

Each group learns about the ins and outs of the flora and 
fauna for that area, records it in his or her Field Notebook, 
and then comes back to campus to discuss within the 
classroom setting. Students take great pride in these Field 
Notebooks, and often take them home to parents and 
guardians during home visits! 

(Continued)
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COMMUNITY COLLABORATIONS
Resident Highlight: Drew shines in 
vocational placement
By Dawn Dinnan

Drew works during the spring and summer in the 
pet department at Agway of Cape Cod’s South Dennis 
store. Drew is a graduate of Latham School and current 
resident in Latham’s Adult Program, and he loves his 
seasonal job. His job placement at Agway illustrates the 
positive results of Latham’s client-centered individualized 
career planning. Latham’s Vocational Services program 
provides opportunities for fulfilling paid employment, 
apprenticeships, and volunteerism based on each 
person’s passions and capabilities. Vocational services 
are individualized, with priority placed on achieving paid 
employment in the community. Because of the support 
from local businesses such as Agway who provide 
meaningful, competitive-wage jobs, Drew and other 
program participants enjoy a sense of belonging and 
eagerly participate in paid and volunteer opportunities.

“My favorite part of working at Agway is the time I spend 
speaking to other staff while stocking the shelves,” Drew 
said. “I would like to see the job take me into a full-time 
position where I could work my customer skills. That way 
I could show them the products and answer questions 
when they ask.”

Agway allows its customers to bring their pets into the 
stores, making the pet department job ideal for Drew. 
The 27-year-old hopes to one day have a career in pets 
and their care. Being a part of the Agway team gives Drew 
a tremendous sense of pride. His supervisor Lizzie and 
department manager Hilary both praise Drew for his 
worth ethic. He is helpful and reliable, greets customers, 

rotates and stocks merchandise, and organizes extra stock. 
In addition to working with a great team, Drew earns a 
paycheck and is learning about money management. 
“Drew has been such a great help and we all appreciate 
his hard work,” Lizzie said.

Drew will be featured in the Association of Developmental 
Disability Providers (ADDP) 2019 Calendar and took part 
in a photo shoot with Massachusetts State Representative 
Timothy Whelan, Agway staff, and Latham support staff. 
Representative Whelan said he was honored to participate 
in the photo session, and his expression of congratulations 
to Drew as a valued employee at Agway was a proud 
moment for everyone. 

Latham Centers’ collaboration with community partners 
to create meaningful job opportunities has enhanced 

(Continued)

Some of the topics covered include summer tides, 
stewardship and caring for the planet, wetland plants, 
leaves (ex. edges and veins), types of wildlife (ex. 
mammals, amphibians, reptiles, birds, fish, crustaceans, 
insects and arachnids), signs of wildlife (ex. footprints), 
and field monitoring for water and soil quality. 

Our students and staff are already looking forward to next 
year’s summer program. It is a fantastic way to keep our 
students engaged throughout the entire year, especially 
during those summer months when spending time in the 
salty air and sunshine and wiggling toes in the water are 
true Cape Cod delights. 
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NEXT ISSUE:
 • Winter Holidays in the Adult Program

 • 2018 National PWS Survey Findings

 • PWS Cookbook Supplement

LATHAM CAMPUS 
HALLOWEEN HIGHLIGHTS
Celebrating our Community
By Katrina Fryklund

Halloween can be particularly difficult for individuals with 
Prader-Willi syndrome and their families. The challenge 
is in taking a holiday represented by gifts and candy 
and changing the meaning. On a day typically focused 
around dressing up in funny or scary costumes with the 
reward of candy, Latham Centers’ Halloween is focused 
on celebrating our community. We create activities 
throughout the day thoughtfully crafted around the 
holiday such as word games in the classroom, fun fitness 
activities in physical education, and themed dinners in 
the dining room. While Halloween is considered a “treat 
day” on campus, we modify our plan to suit the needs of 
our residents with PWS. 

This Halloween, the menu consisted of reduced calorie 
pumpkin bisque, followed by butternut raviolis in an 
apple-cider cream sauce and broccolini. Butternut 
squash is a great source of dietary fiber, which helps with 
digestion, and Vitamin A, which helps maintain healthy 
teeth, bones, and skin. The students finished their meal 
with a low-calorie pumpkin pie with dairy-free whipped 
cream (as opposed to a heavy whipping cream).

Our students’ favorite part of the day is without-a-doubt 
the Halloween Parade. Students navigate around campus 
with peers and stop at twelve different stations manned 
by staff and community members. This year’s special 
guests included two officers from the Brewster Police 

Department and three friends from Rogers and Gray 
Insurance. At six of the twelve stops, students received 
single wrapped candies, such as one Starburst. At the other 
six stops, students received small toys and games, like 
vampire bracelets. One of the parade stops is the kitchen, 
where Chef Paul creates something fun and festive. This 
year’s treat was a “Frankenstein Marshmallow Pop.” Chef 
Paul dipped the marshmallow in green food dye, dipped 
the top in chocolate sprinkles, and then attached candy 
eyeballs. 

After all students have travelled the campus, they join their 
friends and finish their candies, handing in all wrappers 
to staff. As a result, no candies are saved for later or traded. 
Our staff are knowledgeable about individualized food 
needs and fully prepared for allergies and special food 
requirements. Some students received an extra toy rather 
than a chocolate treat; for others, their Starburst was cut 
into a few different pieces. Holiday plans are shared with 
students in advance so they know what to expect, reducing 
the anxiety around receiving and consuming the special 
confections.

Over 150 people took our 2018 National PWS 
Survey and we gleaned much information about 

medical, residential, educational, vocational 
and social services, as well as PWS support and 
advocacy. For those awaiting the results, we’ll 
share a summary in our Winter Newsletter.

the lives of Drew and many other Latham residents. The 
benefits of greater inclusion, happiness, and fulfillment 
have positive ripple effects throughout Cape Cod and 
southeastern Massachusetts. 


