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KEY CONCEPTS TO CONSIDER TODAY:
• Being present and available to families at the time of determination or other
medical delivery (further health concerns)

• Families forever remember language and tone
• Parents of children with Down syndrome want to help other expectant or new
parents
*This session is guided by information from the Canadian Down Syndrome
Society (CDSS), from Lettercase (Kentucky, US) and local family experiences

QUICK FACTS (FROM CDSS):
• With consistent medical interventions and treatment, most people with
Down syndrome will live healthy lives

• In 1983, people with Down syndrome lived to about age 25; now the
average age is 60 years old and many are expected to live into
their ’70s

• We can equate some of this to improvement to quality of care but
also to de-institutionalization. Children with Down syndrome go home
with their families and live more enriched lives in their communities.

QUICK FACTS:
Some health concerns for people with Down syndrome may include:

•
•
•
•
•
•
•

Congenital heart conditions
Gastrointestinal issues
Sleep issues
Respiratory infections
Thyroid under/over functioning
Vision and hearing problems
Increased risk of developing childhood leukemia

QUICK FACTS:

• Not all people with Down syndrome will experience health
concerns

• Health issues associated with people with Down syndrome
also occur in the general population and in many cases,
the health conditions can be successfully treated and
managed

RESEARCH (FROM LETTERCASE):
•

Medical professionals want to ensure that families understand medical issues,
genetics, and intellectual disability associated with Down syndrome

•

Families want to know about medical issues but they also want to know about
life outcomes (more alike than different), and available supports and services
for their loved ones

•

Both agree they need printed/written info about Down syndrome and
referrals to local groups. They want visuals that show people with Down
syndrome in the context of their daily lives

COHEN AND HIS FAMILY:

FROM THE CDSS WEBSITE:
“FOR MEDICAL PROFESSIONALS - A GUIDE TO SHARING
NEWS WITH EXPECTANT PARENTS”
• “We encourage all medical professionals to become familiar about giving a
Down syndrome determination and speaking with the family.” This is one of
the reasons why we are doing this talk today.

• Share the information in the most supportive environment as possible,
preferably in person in a private setting. If appropriate, suggest their partner
or support person attend.

NATURALLY OCCURRING:
• Reassure parents that Down syndrome is a naturally occurring chromosomal
arrangement and is not a disease; it has nothing to do with what they did or
did not do to cause the child to have Down syndrome
Feedback from local families on this point: “A parent did not do anything
wrong and if this is understood, then it takes away the need to fix it.”

• This can prevent any internal conflict between family members, blame, or the
feelings of guilt; no one is at fault.

BEING PRESENT AND AVAILABLE:
• Encourage parents to ask any questions of medical professionals
• Assure parents that medical teams/professionals are available to answer
questions initially, during follow up, and by phone or email, if available

• Plan for follow up visits, phone calls, or further referrals as many parents may
feel overwhelmed upon the initial determination- patient flow?

• If not you then who? Social worker referral? Genetics? referral to Queen Alexandra
Centre for Children’s Health? What do you do?

REACTION/GRIEF:
• Parents will react differently to learning their child has or may have Down
syndrome, but show concern and support during a more challenging time

• Loss of a Vision: parents can feel immense grief of a loss of the vision of the
child they thought they were having and it may feel like a death

• Guilt can follow for having grief/loss feelings rather than the joyous feelings
that every baby deserves

• Bereavement services- there is a gap at the moment- so how can parents be
supported emotionally?

PRESENTING A DETERMINATION:
• Language and tone used when discussing a determination is important
• From CDSS: Your first words to a family have a lifelong impact. The first words
to any parent should always be, “Congratulations”! As a medical health
professional, you are in a position to create a lasting impression when
speaking to expectant or new parents of a child with Down syndrome

• From Lettercase: “Light bulb” memory: when a family receives a diagnosis, this
will be a moment that is engrained in their memory forever and can be
retrieved quickly

ANYTHING BUT SORRY:
• The words “I’m sorry” or “I have some bad news” can break a family
emotionally if the news is presented in a negative tone

• Using the words “Congratulations” when baby is born , make a comment such
as “I love your baby’s fuzzy hair” or “This is unexpected but will be okay
because there are supports” can start a family on a more positive path,
feeling a sense of hope

• https://cdss.ca/family-support/anything-but-sorry/

PRE-NATAL DETERMINATION:
•

The Canadian Down Syndrome Society respects the right of women to make decisions
about their pregnancy that are aligned with their own personal values and beliefs.
We support informed decision making by ensuring that women have access to
accurate and up to date information about Down syndrome.

•

It is important to provide all options with the same level of emotion and detail to
prevent any personal bias from coming through.

•

https://cdss.ca/resources/prenatal/

PRE-NATAL DETERMINATION:
• It is reported that women have lower levels of regret surrounding
their decisions when they have access to high quality, up to date
information, don’t feel pressured, and have access to non-directive
counselling and support by health care providers. (from CDSS
expectant parent resource)

POST-NATAL DETERMINATION:
• Keep in mind, these are new parents and the birth of any baby is
happy news

• Think about timing- allow family to hold baby prior to having
determination discussion

• Is it a weekend? A holiday? What other services are needed while in
hospital? And upon discharge home? (Patient flow)

• https://cdss.ca/resources/new-parents/

A MESSAGE OF HOPE:

• Shared by a local specialist to a family:
“Having a child with Down syndrome might be a different
kind of “work” but your child will also provide you with an
equal or more amount of joy- making everything worth it.”

EXAMPLES OF QUESTIONS/CONCERNS THAT
FAMILIES HAVE AS TIME GOES ON:
• Future children? I am worried they will have Down syndrome
• The worry of what the future will look like. Encourage families to focus on the
“Here and Now”- a new baby with Down syndrome needs cuddles and love,
feeding and sleeping just like any baby

• Milestones: when will they…..? No child is alike just as no child with Down
syndrome is alike. Focus on your child compared to your child- they will
continue to progress at their own rate but can achieve so much!

HEALTHCARE GUIDELINES:
American Academy of Pediatrics
• Supervision for Children with Down syndrome
Global Down Syndrome Foundation: www.globaldownsyndrome.org
• GLOBAL Medical Care guidelines for Adults with Down syndrome
• https://www.globaldownsyndrome.org/wp-content/uploads/2020/10/Global-DownSyndrome-Foundation-Medical-Care-Guidelines-for-Adults-with-Down-Syndrome-v.1-1020-2020.pdf

PARENTS HELPING PARENTS:

• Remind them that they are not alone on this journey and they
may want to connect with other parents and families who have
a child with Down syndrome. Ask if they would like to be
connected with a local Down syndrome group or arrange for a
parent visit

• GVDSS: info@gvdss.org; erin.mazzoni@viha.ca

PARENTS HELPING PARENTS
• Baskets of Love- GVDSS is connected to this organization where a
basket is delivered to a new family by a local parent. A welcome gift to
celebrate their baby! www.basketsofloveds.com

• Facebook private groups that are members only and a safe place to
ask questions.

•
•

Greater Victoria Down Syndrome Society Members
British Columbia Parents of Individuals with Down Syndrome

• References:
• www.cdss.ca
• www.lettercase.org
• www.gvdss.org
• Thank you for your time today and please reach out at any time.
beginning of the conversation and continued partnership.

• Questions?

This is the

