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The Present 

• People with IDD often face challenges in obtaining 

medical and dental care 

• Many with IDD that have significant medical issues live 

in congregate residential programs 

• Most of their medical care is provided within these 

facilities by medical providers with experience in this 

area 

• The trend is toward moving to community living 

arrangements and away from congregate settings 

 



The Nation:  Persons with IDD in Residential Settings of Different 

Sizes and Types on June 30, 1982 and June 30, 2007 

Trend toward Community Living 
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Average Daily Census of People with ID/DD in 

Large State Facilities, 1950-2009 

Lakin et al. 2010 



Who will provide medical care? 



The Future 

• As more move to community settings, more medical care 

will be delivered by community physicians, nurse 

practitioners, dentists, emergency room physicians and 

other community-based providers 



Challenges 

• Many community medical providers have received little 

training in caring for specific medical issues that this 

group faces 

• There is little support or consultation opportunities for 

medical providers needing resources to assist with care, 

especially for adults with IDD 



Health Disparities in 

People with IDD 



Age of Death in People with IDD 

Gender IDD General Population 

Female 62.5 81.1 

Male 59.9 76.3 

Average Age at Death by Gender, 2011 
 



Disparities in age of death 

• Women with IDD die 19 years sooner than women in 

the general population 

• Men with IDD die 16 years sooner than men in the 

general population  

• Women are more disadvantaged than men in terms of 

diminished lifespan relative to the general population. 



Leading Causes of Death in the General 

Population 

1. Heart disease 

2. Cancer 

3. Chronic lower respiratory diseases 

4. Accidents (unintentional injuries) 

5. Stroke (cerebrovascular diseases) 

http://www.cdc.gov/nchs/fastats/leading-causes-of-death.htm 



Top Causes of death in people with IDD 

• Respiratory disease is the leading cause of death for 
people with intellectual disabilities (46%-52%; Carter & Jancar, 

1983; Hollins et al., 1998; Puri et al., 1995), and is much higher than 
for the general population (15%-17%). 

• The three most common causes of death were 
cardiovascular diseases, respiratory diseases and 
neoplasms(Patja K; Mölsä P; Iivanainen M 

Department of Child Neurology, Hospital of Children and Adolescents, 
University of Helsinki, Helsinki, Finland J Intellect Disabil Res.  2001; 45(Pt 
1):30-40) 

• In a 4 US state review, leading causes were Heart 
Disease, Cancer, Alzheimers Dementia,  Aspiration 
Pneumonia, Septicemia (NASDDDS 2014) 

 



CDC: Adults with intellectual disabilities experience 

poorer health outcomes than people without ID. 

These disparities mean that people with ID are more 

likely to:  

 
    

• Live with complex health conditions  

• Have limited access to quality healthcare and health  

• promotion programs 

• Miss cancer screenings  

• Have poorly managed chronic conditions, such as 
epilepsy  

• Be obese  

• Have undetected poor vision  

• Have mental health problems and use psychotropic 
medications  

 
http://www.cdc.gov/ncbddd/disabilityandhealth/pdf/209537-a_idmeeting-short-version12-14-09.pdf 



Preventative Care 

Women with ID/DD are less likely than women 

without ID/DD to: 

• Have had cervical and breast cancer screenings 

• Have ever visited a gynecologist 

 

Individuals with ID/DD are less likely than individuals 

without ID/DD to: 

• Visit dentist regularly 

• Get eye and hearing tests 

• Receive timely vaccines 

 



Medical service provision to people 

with IDD: MS vs. US  
Source: NCI 2012-2013 
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Health Disparities Among Adults with 

Developmental Disabilities - North Carolina 
(Disability N=1,598  Non-Disability n=4,398) 

• more likely to have a diagnosis of diabetes, high blood 

pressure, cardiovascular disease, arthritis, and chronic pain. 

• more likely not to have had their teeth cleaned in the past 

five years or never to have had their teeth cleaned. 

• more likely to lack adequate emotional support (24%of adults 

reportedly either had no one to talk with about personal things or often felt 

lonely) 

• more likely to have had no exercise in the previous month 

• less likely to have a diagnosis of arthritis 

• Significant disparities in breast and cervical cancer 

screening as well as oral health care 

 

 

 

 

 

Health Disparities Among Adults with Developmental Disabilities, Adults with Other Disabilities, and Adults Not Reporting Disability 
in North Carolina; Havercamp, Scandlin, Roth, Public Health Reports / July August 2004/Volume 119 



Barriers to Heath Care (NC study) 

• “The medical and dental care of individuals with developmental 
disabilities residing in the community must be obtained from 
community-based providers, yet many health professionals have 
little exposure to individuals with developmental disabilities and, 
as a result, are sometimes uncomfortable treating them.” 

• many providers avoid Medicaid and other public programs, citing low 
reimbursement rates, administrative burden, and fear of being 
inundated with patients who may require special time and attention.  

• Dental care for adults is particularly challenging in that, by and large, 
Medicaid does not cover adults’ dental care. 

• Providers who are committed to treating individuals with 
developmental disabilities report that restrictive Medicaid regulations 
and reimbursement rates can limit innovative service models 

 
 

 

Health Disparities Among Adults with Developmental Disabilities, Adults with Other Disabilities, and Adults Not Reporting Disability in 
North Carolina Havercamp, Scandlin, Roth, Public Health Reports / July August 2004/Volume 119 

 



Observations 

• While people with ID/DD do experience health 

disparities and are disproportionately affected by 

disease, and untimely death, they are not a federally 

designated group 

• People with ID/DD are more likely to die of preventable 

causes and to die at an earlier age. 

 



 



What Can we do about it? 

• “In order to improve the health of the diverse U.S. 
population, it is essential to develop and implement 
educational programs that teach physicians about the 
pervasiveness of racial and ethnic health disparities and help 
them develop strategies to deliver quality care to diverse 
and underserved populations.”

1,2 

• “In order to ensure access to quality services, there is a 
need for specialized training for health professionals.”

3

  

 

 

 

1. Smedley BD, Stith AY, Nelson AR. Unequal treatment. Confronting racial and ethnic disparities in health care. Washington, 
DC: Institute of Medicine of the National Academies; 2002.  
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3. Health Disparities Among Adults with Developmental Disabilities, Adults with Other Disabilities, and Adults Not Reporting 
Disability in North Carolina Havercamp, Scandlin, Roth, Public Health Reports / July August 2004/Volume 119 
 
 



Eliminating disparities in health will require:  

• enhanced efforts at preventing disease, promoting 

health and delivering appropriate care. 

• new knowledge about the determinants of disease, 

causes of health disparities, and effective interventions 

for prevention and treatment 

• improving access to the benefits of society, including 

quality preventive and treatment services, as well as 

innovative ways of working in partnership with 

health care systems 

http://www.cdc.gov/omhd/About/disparities.htm 



 





Education 

• Educational programs presented at medical and health-

related conferences throughout the state 

 

 



Medical Provider Training Needs 

77% 

93% 

93% 

38% 

88% 

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100% 

Willing to receive additional training on IDD 

Medical provider previously treated patient(s) with 
IDD 

Current clinic previously treated patient(s) with IDD 

Degree provided any expertise in treating patients 
w/IDD 

Medical providers would benefit from more IDD 
expertise 

MS DETECT Seminar Trainees Survey 



After a one hour educational presentation on 

IDD healthcare: 
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After a one hour educational presentation on 

IDD healthcare: 
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Provider Education Works 

92% 93% 94% 95% 96% 97% 98% 99% 100% 

Satisfied with educational seminar 

Educational seminar was effective 

Would recommend seminar to colleague 

Seminar increased IDD awareness 
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DETECT Seminar Impact 



Excerpts from: 

 

Medical Awareness in Treating 

Individuals with Intellectual and 

Developmental Disabilities 
 



• Constipation 

• Aspiration 

• Dehydration 

• Seizures 

Fatal Four 



• Primary cause of “everything” 

– Fever 

– Anorexia 

– Vomiting 

– Seizures 

– Medication Intoxication 

– Decreased LOC 

– Pneumonia 

– Behavioral outbursts 

– Death 

Constipation 



• Decreased GI motility 

• Immobility 

• Lack of sensation 

• Diet 

• Medications 

– Anti-Epileptic Drugs 

– Antipsychotics 

– Iron 

• PICA 

– Common 

– May cause bowel obstruction 

Constipation - Causes 



• Diet 

– Fiber 

– Adequate fluid intake 

• Laxatives 

– MOM 

– Mg Citrate 

– Polyethylene glycol 

• Suppositories 

• Enemas 

• Manual dis-impaction 

 

Constipation - Treatment 



• Acute 

– Large quantity of aspirated material 

• Can result in death 

– Smaller quantity 

• Pneumonia 

• Recurrent 

– Frequent pneumonia 

– Wheezing 

 

Aspiration 



• Cough - especially with feeding 

• Recurrent pneumonia 

• Reactive airway disease 

 

 

Aspiration – Subtle Signs and Symptoms 



• Constipation 

• GE reflux 
– Reclined positioning 

– Liquid diet 

– Symptoms may be subtle 
• Decreased appetite 

• Hoarseness 

• Burping 

• Recurrent wheezing 

• Dysphagia 

• GI dysmotility 

• Sedation 
– Medications 

– Illness 

 

 

Aspiration - Causes 



• Positioning 

• Feeding techniques 

– Feeding evaluation  

• Thickening Liquids 

• Food texture/size 

• Modified barium swallow 

• PEG Tube 

– Volume/Time 

• J-Tube 

• J-Tube/PEG 

 

Aspiration - Prevention 



• Vomiting 

• Limited intake 

– Limited ability to communicate thirst 

– Immobility to access fluids 

– Loss during intake 

– Medical conditions – DM  

• Dysphagia 

• Drooling 

• If PEG Tube – inadequate amount of fluids provided 

• Draining PEG- Excess fluid loss without replacement 

– Follow electrolytes 

 

 

Dehydration 



• Can be most severe and difficult to treat 

• Varying presentations 

• Status prevalent 

– Sub-clinical status  - rapid eye movements 

• Accurate seizure record VERY helpful in management 

 

Seizures 





• Constipation 

• Infection  

• Medication compliance issues 

• Menses  

• Age 

• Shunt issues 

– May see change in LOC 

• Head Injury 

• Stroke 

• Hypoglycemia 

• Electrolyte Imbalance 

Seizures – Precipitating Factors 



• Rule out precipitating factors first 

• Maximize med dosage/level before declaring a failure 

• Slow induction and taper of meds 

• Once failed on 2-3 meds, consider surgical 

options/VNS 

• Neurological referral – Epileptologist 

 

Seizures - Treatment 



Training  

• Resident/Student Rotations  

• William Carey University – College of Osteopathic 

Medicine 

• UMMC 

  

 



Support 

• Multidisciplinary consultative team 

• Telemedicine support – UMMC  Telehealth 

• Consultative clinic 

– Referral with follow up 

– Consultative report sent to primary provider 



Multidisciplinary  

Consultative Team 

 Primary Care Provider 

 Psychiatrist 

 Psychologist 

 Neurologist 

 Dentist 

 Nurse 

 Dietitian 

 Audiologist 

 Respiratory Therapist 

 PT/OT 

 Program Manager 

 



Who is Eligible  

for Services? 

• Anyone living in Mississippi with an Intellectual and/or 

Developmental Disability 



Definitions 

 An accurate diagnosis of intellectual disability requires 

three (3) components: an IQ score of approximately 

seventy (70) or below, a determination of deficits in 

adaptive behavior, and manifestation of disability prior to 

age eighteen (18). 

  Developmental Disability is defined as a severe, chronic 

disability that is attributable to a mental and/or physical 

impairment. The condition is manifested before age twenty-

two (22) and is likely to continue indefinitely. It results in 

substantial functional limitations in three (3) or more areas 

of life activity: self-care, receptive and expressive 

language, learning, mobility, self-direction, capacity for 

independent living, and economic self-sufficiency.  

 



Referrals 

• Made through patient’s primary care provider, or 

community support team 

• Evaluation with follow-up as needed 

• Report and recommendations sent to referrer 

• Consultative only – patient is referred back to their 

primary care provider for routine care 



• Hudspeth Regional Center -Whitfield, MS 

– 601-664-2333 

• Ellisville State School- Ellisville, MS 

– 601-477-9384 

• North MS Regional Center – Oxford, MS 

– 662-234-1476 

• Boswell Regional Center – Magee, MS * 

– 601-867-5000 

• South MS Regional Center - Long Beach, MS * 

– 228-868-2923 

                                     *Other non-DETECT state ICF/IID programs 

DETECT Locations 



Funding 

• MAC 2.0 funds  

  (Balancing Incentive Program) 

 

 

 

 



Welcome to the New Norm 

• Community integrated support for everyone! 



601.664.2333 100 Hudspeth Center Drive 
 Whitfield, MS 39193 

info@detectms.com 

 


