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• Understand how to complete the annual health check in an inter-
professional team.

• Understand how to solicit and incorporate the priorities of patients 
with IDD.

• Learn about the co-construction of the roles of inter-professional 
disciplines/clinic staff.

• Learn how to use educational links and EMR tools to provide 
guideline-based care.

Objectives



Before we begin

Equitytool.org



Definition of IDD

• Onset <18 years old
• Lifelong
• Affect areas of major life activity (such as personal care, language, 

learning, independent living etc.)
• Intellectual disability (low IQ)

• Borderline: 71+
• Mild:  55-70
• Moderate: 40-50
• Severe: 25-35
• Profound: <25

IQ below 70-75* is generally required to access 
publicly-funded developmental services



Developmental Delay 73
Developmental Disability 15
Developmental Delay Severe 1
Mild Developmental Delay 1
Mild Developmental Disability 1
Severe Developmental Delay 1
Profound Developmental 
Delay 1
Borderline DD 1
? Developmental Delay 8
Intellectual Disability 4
Intellectual Impairment 2
Intellectual delay 2
intellectual 1
Intellectually delayed 1
IQ # 1
mild intellectual delay? 1
mild intellectual delay 1

Finding Patients with IDD

46 different terms were found in a 
chart audit at St Mikes FHT

mild intellectual delay? 1
mild intellectual delay 1
Borderline Intellectual 
Functioning 1
Mild MR 3
Borderline Mental Retardation 1
MR 2
Low Functioning MR 1
Severe MR 1
Mild/moderate MR 3
Autism 29
Autism? 2
Autistic Spectrum 1
Autistic 2
ASD 2
Severe Autism 1
Autism mild 1
Asperger's 2



Health of Adults with DD – Ontario Data

http://www.hcardd.ca

http://www.hcardd.ca/


Health of Adults with DD – Ontario Data

More likely to:
• Live in poorer neighbourhoods
• Have higher rates of chronic disease 

& morbidity 
• Present to the ED
• Have avoidable hospitalization
• Have higher rates of polypharmacy

Less likely to:
• Have a comprehensive health exam 

(22%)
• Be screened for breast, colon, & 

cervical cancer
• Receive guideline-recommended inter-

professional care.



Health of Adults with DD – SMH Data

• lowest 2 income quintiles: 55%
• Residence:  42% with family  (44% completed health check)

24% independent (22% completed health check)
17% group home (30% completed health check)
12% boarding/shelter ( 4% completed health check)

• DSO registration
30% are connected (but what waiting lists are they on?) ✔
30% have had contact (but we don’t know if eligible or not)
40% no connection (but could be eligible?)



Connection to Developmental Services Ontario

• Gateway to developmental services (waiting lists)
• Passport funding ($ to buy services)
• Residential waiting list
• Person-directed planning
• Family Support
• Community Participation supports (i.e. funded day program spot)
• Short-term Case management 

• Obtain consent to know if patient is a) eligible, and b) on any of the waiting 
lists.

• 30% are connected (but what waiting lists are they on?) ✔
• 30% have had contact (but we don’t know if eligible or not)
• 40% no connection (but could be eligible?)



Connection to Developmental Services Ontario

Medical Services
(Surrey Place)

Social Services (DSO)

Occupational Therapist
Behaviour Analyst

Speech/Language Therapist

Residential Care
Case Management

Passport Funding ($)
Family Support

Person-directed Planning
Community Participation 

Supports

To apply:

• Copy of OHIP card
• Psychoeducational 

Report
• Medical letter re: 

diagnosis



COMPLETING THE ANNUAL HEALTH CHECK



Primary Care Guidelines and Tools for Adults with IDD 



Efficacy of Health Checks

• 6.6 fold increase in detection of vision impairment
• 30 fold increase in hearing testing
• Increase in immunization rates
• Increase in women’s health screening
• Increase in new disease detection

Lennox et al. 2007, 2011, 2012

Comprehensive health exam leads to:



Primary Care Guidelines and Tools for Adults with IDD 

http://www.surreyplace.on.ca/ Resources  Primary Care

http://www.surreyplace.on.ca/


Common co-morbidities

• GERD
• H. pylori
• Epilepsy
• Osteoporosis
• Mental health
• Syndrome-specific common conditions

• E.g. Down Syndrome: hypothyroidism, 
obesity, early-onset dementia



9. interdisciplinary health care is effective in addressing 
the complex needs of adults with DD. Ideally this would 
involve a family physician, nurse, and other health 
practitioners as required, with a coordinator, who might 
be the family physician, to ensure continuity of care.46,47

 Involve other available health professionals as 
needed.46 To address complex physical, behavioural or 
mental health needs, consult available regional service 
coordination agencies or specialized interdisciplinary 
teams.48,49

Importance of inter-professional team in the health check



Improving inter-professional access at our site

• Inter-professional faculty development  (low level of confidence – Durbin 2016)
• Consultation with adults with IDD re: health care experience
• Feedback /consultation with inter-professional teams by study leads and self-

advocates:

• Use of EMR tools to create patient-specific pathways for health check
• Evaluation of staff perceived knowledge and comfort
• Payment to participants

• Dietitians
• Pharmacists
• RNs
• NPs

• Social Workers
• Income Promoters
• Clerical Staff
• MDs



Inter-professional Referral Template

• Check-list that is at end of each DD-CPX

• Prompts for inter-professional referral

• Ideally, linked to a live referral (not in 
place yet)



Templates for inter-professional staff

Discipline Areas

Nursing • Ask 3 communication or care tips of patient/caregiver (things pt likes/dislikes) and 
put this in the personal section - Communication

• Use the DD-CPX (including a review of patient’s vision, hearing and dental history).
• Offer health education to patients re: screening prep and procedures (using Easy 

Read guides)
• Optimize patient understanding using the Today’s Visit to summarize.

Discipline Areas

Social Work • Support referral to DSO; navigation.
• Assess caregivers for compassion fatigue; respite 

referrals
• Explore long-term housing needs/wishes
• Support patient mental health (trauma, abuse, anxiety, 

depression, attachments)



Templates for interprofessional staff

Discipline Areas

Dietician • Provide intervention and education to patients with obesity, reflux, 
constipation. 

• Access already existing clear language patient education materials. 

Income Promoter • Review patient’s income to see if any optimizations available 
• Offer assistance re: budgeting, planning.



Templates for interprofessional staff

Discipline Areas

Pharmacy • Med review for any patient prescribed 5+ medications
• Review guidelines on Rapid Tranquilization, Antipsychotics
• Offer input re: alternate routes, formulations

Psychology • Provide input on psychoeducational assessments and interpretation; support 
diagnostic clarification

• Offer short-term counselling, particularly for those with dual diagnosis.

OT, Behaviour Therapy, 
SLP?

All others:

Adult Services at Surrey Place Centre (requires DSO eligibility)

See the DD Consult & Resource List (link on DD-CPX & in EMR handouts)



Slide decks for each discipline



• Patients/Community member with IDD   
• Caregivers/family  

• Research assistant
• Volunteers
• Project lead

INVOLVING PATIENTS AND CAREGIVERS



Invitation to Focus Groups

• Email to site leads to circulate using individual MD patient lists
• Email to site champions (RN’s/NP’s/social workers)
• Calls to patient by familiar medical staff

• Held on weekend
• Lunch provided/transportation if needed
• Wheelchair accessible venue
• Compensation $



Before the appointment

• Staff on the phone speak too fast.
• A reminder phone call is very helpful.
• 15 minutes is too short!
• Using Wheeltrans is hard. If an appointment runs late, some people miss their 

Wheeltrans. This is horrible. Some people also will miss appointments.
• If we won’t be seeing our doctor, we would like to know when we get there.
• People with mobility or behaviour challenges would like more home visits.
• Same day appointments are very helpful for us.
• Relationships are important. It’s nice to be greeted by clerical staff with hello and have 

a conversation (instead of just asking for our health card).



From a sister:

“My sister gets agitated really quickly.

She starts making noises. 

So when we are in the waiting room with 5 other people and  

she’s the only person making noise, the attention is all on her. 

She can’t sit still in the waiting room.

We often leave and go for walks.”



Communication

• We usually do not understand all of the things you tell us.
• We would like things written out – simple, without big words.
• Sometimes we get voicemail messages. They are too fast.
• Some people find that questions make them feel bad. “Are you getting 

out more?” “How was your weekend?” – this can make them feel bad.
• Talk to the patient, not just the caregiver.
• It is important to give hope! 
• Caregivers have lots of tips – this needs to be kept in the chart!



From a parent:

“There are two types – those that talk to us, and those that also talk to our son. 

That is very nice. 

When they talk just to me, that doesn’t feel nice. 

So, even if he does not understand everything, I still want them to explain it to him. 

He understands more than we think.

If you speak slowly, and clearly, he might understand more.”



Working with others on the team

• Most people (patients and their caregivers) do not know there are 
other team members!

• Some people might be nervous – they already have a pharmacist or a 
social worker. We need to know how this will be different - and that 
we won’t lose the ones we already have!

• Once we learned about the other team members, we would like to 
meet them!

• It would be helpful if you could introduce us in person.



Keeping us updated & seeking our feedback





To complete annual Health Check:
• DDCPX (male / female)
• Primary care graphic / Behaviours that Challenge graphic
• Health watch table if appropriate

To refer to interprofessional team:
• Interprofessional template
• Social work / income support template / financial resources handout (patient/staff)

To support referrals and resource connections:
• list of consultants with expertise 
• LDSQ screening tool
• Today’s visit

Optimizing EMR tools



Today’s Visit



Easy Read Guides – easyhealth.org.uk



Top 5 summary

1) Communication: speak to patient, get top 3 tips from caregivers, 
use a Today's Visit.

2) Take time.
3) Annual health check: use tools to help (primary care 

guidelines/Health Watch Tables) link EMR tools.
4) Team approach: inter-professional care, EMR tools.
5) DSO: get consent, register, check wait lists (especially Passport!)

- know some services don’t require DSO (i.e. Griffin Centre)



Thank You!

greenl@smh.ca

Laurie Green
Staff Physician
St. Michael’s Family Health Team 

mailto:greenl@smh.ca
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