
Module 1:  “Understanding Health and Health Promotion for People with ID”
CASE ONE

Herman Cruz is 57 years old.  He is being seen as a patient for the first time in the Pine Tree Family Medicine Practice.  He is accompanied by his sister, Ms. Scott, and an aide from the group home where he has been living for one week.  Mr. Cruz had always lived with his mother until her recent death at age 83.  The reason for this visit is that Herman, who has an intellectual disability and diabetes, needs a plan for managing his diabetes in his new home and also needs a refill on his prescription for insulin.
Question 1.1

Is Mr. Cruz’s situation of having lived with elderly parents uncommon among adults with intellectual disabilities (ID)? 
	Answer 1.1 and Related Resources

	Following an increase in the number of adults with ID who are living in community-based settings, the majority of adults with intellectual disabilities now live in the family home; that percentage is expected to rise.  In the US, 665,000 adults with intellectual disabilities live at home with parents 60 years of age or older.[Braddock  D. Aging and developmental disabilities: demographic and policy issues affecting American families. Mental Retardation. 1999; 37(2), 155-161.]  Of note, people with ID living with their families are consistently less likely to receive preventive health care than those living in more restrictive environments.  [Bershadsy J, Taub S, Engler J, Moseley CR, Lakin KC, Stancliffe RJ, Larson SL, Ticha R, Bailey C, and Bradley V. Place of residence and preventive health care for intellectual and developmental disabilities service recipients in 20 States.  Public Health Reports. 2012; 127(5): 475-85.]


Question 1.2 

How can the family nurse practitioner (FNP) who is about to see Mr. Cruz determine how best to communicate with him?  Could she have done something in advance to better prepare for effective communication with him?
	Answer 1.2 and Related Resources

	Advance preparation is most effective.  Often with a new patient, the health care provider does not know about their communication preferences and skills in advance.  Knowing the questions to ask and utilizing different communication techniques can ensure effective communication.   General guidelines are to: 1. First determine if patient with ID is able to communicate health needs by respectful inquiry utilizing adapted techniques as necessary; 2. Determine if a family member or service provider accompanying individual is knowledge about the individuals health; and 3.Determine if the patient is able to understand and consent to treatment and whether the patient wants the family member or provider to be present. More information about this is available at “Communicating Effectively with People with Developmental Disabilities”  http://www.surreyplace.on.ca/Documents/Communicating%20Effectively%20with%20People%20with%20DD.pdf



Case continuation:  The FNP comes into the room for her visit with Mr. Cruz.  As she greets him and starts to ask him questions about his health and about what he needs today, he does not respond at all, but looks around to his sister and aide.  
Question 1.3

What are some possible reasons that Mr. Cruz may not be responding to her questions?

	Answer 1.3 and Related Resources  

	There are many possible explanations for why Mr. Cruz might not respond.  They include:

· He may speak a language other than English

· He could be deaf or hard of hearing, perhaps with a hearing aid that is not working or lost

· He may use a communication device that was not sent with him from his mother’s house
· He could be having difficulty understanding the FNP if she is using medical jargon or complex language

· He may have difficulty with communicating with people he is meeting for the first time

· His intellectual disability may limit his ability to understand even simple language and he may require pictures


Case continuation:  

Ms. Scott tells the FNP that Mr. Cruz has left his hearing aid in the car.  She also states that Mr. Cruz speaks and understands Spanish but not English; his mother spoke Spanish in the home.  She offers that she is bilingual and would be happy to translate for the FNP.  The FNP thanks her, explains that it is preferable to use a trained medical translator and leaves the room to get the phone number for the translation service that the practice uses.  The aide goes to the car to get the hearing aid.

With his hearing aid in place and the Spanish translator on the line, Mr. Cruz is able to participate to a certain extent in the conversation.  When the FNP asks him a few questions about his diabetes, he tells her he has had diabetes for “a long time” and that he checks his glucose and takes insulin once per day “by a shot.”  He states that his mother used to help him set an alarm on his wristwatch so he would know when it was time for his insulin each day.  His sister volunteers that he requires assistance with drawing up and administering the insulin and has never given himself the injection.  The aide states that since being at the group home, Mr. Scott has injected his own insulin but does need assistance in drawing up the correct dose into the syringe.  He produces a booklet in which his mother recorded blood glucose levels for him.  The FNP notes that only one to two blood glucose levels are recorded per week and that they were frequently above acceptable values.

After completing the medical history, the FNP asks Ms. Scott and the aide to leave the room, but keeps the translator on the phone for the next part of the visit.  She explains to Mr. Cruz that she would like to examine him and asks him if he needs help from the staff nurse to change into an examination gown.

She steps out of the room to review what is already in his medical record.  She notes that his weight is 280 lb and his Body Mass Index is 40.2, in the obese range.
Question 1.4

Mr. Cruz has obesity and diabetes.  How do obesity and diabetes figure in the health of people with intellectual disabilities?  

	Answer 1.4 and Related Resources

	Individuals with ID have a higher rate of obesity compared to the general population [Rimmer JH and Yamaki K. Obesity and Intellectual Disabilities.  Mental Retardation and Developmental Disabilities Research Reviews. 2006;  12(1): 22–27]
In one study, adults with cognitive limitations had a significantly higher prevalence of diabetes than did adults with no disability (19.4% vs. 3.8%, respectively) and a significantly higher prevalence of six other major chronic conditions. In addition, individuals with cognitive limitations and diabetes were significantly more likely to have multiple (four or more) chronic illnesses. The health disparities found in this study demonstrate the need to improve disease prevention and education efforts for individuals with cognitive limitations and their health care providers. [Reichard A, Stolzle H. Diabetes among adults with cognitive limitations compared to individuals with no cognitive disabilities. Intellectual and Developmental Disabilities. 201; 49(3):141-54.]
Obesity is a risk factor for not only diabetes but other chronic health conditions including heart disease and stroke, high blood pressure, cancer, arthritis, and breathing problems including sleep apnea.[References:  1)  Ells LJ, Lang R, Shield JP et al. Obesity and disability—a shortreview. Obesity Reviews.2006; 7(4):341–345; 2)  Rimmer JH, Yamaki K, Davis Lowry BM, Wang E &Vogel LC. (2010). Obesity and obesity-related secondary conditions in adolescents with intellectual/developmental disabilities. Journal of Intellectual Disability Research.  2010; 54: 787-794;  3) Sturm R. The Effects of Obesity, Smoking, and Problem Drinking on Chronic Medical Problems and Health Care Costs. Health Affairs. 2002; 21(2):245–253; Sturm R, Wells KB. Does Obesity Contribute As Much to Morbidity As Poverty or Smoking? Public Health. 2001; 115:229–295;  4) Yamaki K.  Body weight status among adults with intellectual disability in the community. Mental Retardation.  2005; 43: 1, 1-10.]


Case continuation:

After completing the history and physical examination, the FNP asks Mr. Cruz if she can bring Ms. Scott and the aide back into the room to discuss his health and he agrees.  The FNP describes her findings and recommends a plan for insulin dosing and blood glucose monitoring.  She provides a written plan and asks Mr. Cruz to make an appointment to return in a week.  She asks him to make a double visit appointment in order to have enough time. She reminds him to bring his blood glucose record with him.  

Question 1.5

The FNP has not worked with many adults with ID, so she is glad to have the interval between the current visit and the next visit to learn a bit more specific information about providing primary care for Mr. Cruz.  What specific areas of special focus should she learn more about in order to provide optimal ongoing primary care, including health promotion, for an adult with an intellectual disability?  What resources are available for health professionals to build knowledge and skills in this area?
	Answer 1.5 and Related Resources

	Health status of people with ID differs from the general population in many ways.  Frequency, age of onset, severity and manner of presentation of health conditions may differ.  People with ID often have multiple and complex manifestations of adverse health conditions.  Now that adults with ID are living longer than previously, health-related issues of aging must also figure in to health promotion and efforts to prevent secondary adverse outcomes.

Several areas that require special focus in the medical care of adults with ID are summarized in Primary care of adults with developmental disabilities:  Canadian consensus guidelines. These are: the need for assessment of adaptive function and  need for supports; assessment of pain and distress since manifestations may be atypical; impact of long-term use of medications; abuse and neglect  is common and may manifest in a myriad of ways ; capacity for voluntary and informed consent is variable and must be assessed; advance planning for care; prevalence of obesity and inactivity; vision and hearing impairments often undiagnosed;  incomplete immunizations; common dental disease; prevalence of cardiac disorders; respiratory disorders as a common cause of death; sexuality-related health concerns; frequency of musculoskeletal disorders, epilepsy and endocrine disorders; need for screening for cancer; prevalence of co-morbid behavioral conditions and psychiatric /psychotic disorders and  requirement for appropriate therapy including  medication; alcohol and drug abuse; and dementia.  [Sullivan WF, Berg JM, Bradley E et al.  Consensus guidelines for primary health care of adults with developmental disabilities.  Canadian Family Physician.  2011; 57(5) 541-553.]
Key considerations in providing medical care for adults with ID and on disability awareness for adult care providers are found in “Fact Sheet: Medical Care and Disability Awareness: Key Points”:
1. Individuals with disabilities require the same quality of medical service and preventive care as individuals without disabilities, but they may be underserved and receive less than quality care. 

2. Defining “health” as the absence of disability or chronic illness negatively affects individuals with disabilities. Many lead active, fulfilling lives, which include work and community, sexual relationships and parenting, or could achieve these with appropriate community resources. Fortunately, many people with disabilities consider themselves healthy and well, which likely enhances their quality of life. 

3. While a disability doesn’t necessarily imply illness, some disabilities may lower the threshold to an array of secondary conditions. Preventive care and early intervention can reduce complications. 
4. For accurate assessments, providers need to listen attentively to their patients with disabilities in order to understand their background and functional needs. They also need to avoid stereotyped assumptions about disability and unnecessary referrals to specialists. A team approach works best to accommodate complex medical needs. 

5. Barriers to receiving quality health care include physical/architectural barriers, communication barriers, attitudinal barriers, and social/economic policy barriers. Understanding these barriers and obtaining accessibility training will be helpful for both medical and support staff. (See materials for technical information and social perspectives.) 

6. Medical facilities and practitioners are required by the Americans with Disabilities Act to provide access for people with disabilities to health care services. The law requires reasonable accommodations, meaning those that are readily achievable and do not present an undue hardship on the facility. Practitioners and facilities need to learn about and provide specific accommodations for people with the full range of disabilities. 

7. Advance access planning can save time and improve the quality of care. 

8. Health Care Providers need to check accessibility when referring patients to diagnostic testing and specialty clinics. They also need to check whether referred-to medical providers accept the patient’s insurance. 

9. Some people with disabilities have an expertise in their conditions, which should be respected and reinforced. Others, particularly newly disabled people, need training and support to become active partners in their care.   
From: 
Saxton S, Havercamp S, Wong A, Many G.  Access to Medical Care:  Training Tools for Health Care Providers, Disabled Patients and Advocates on Culturally Competent Care and Compliance with Disability Law. World Institute on Disability 2011.

Many resources are available for primary care providers to build knowledge and skills for providing  primary care for people with intellectual disabilities:

1)  General textbooks on providing medical care for adults with disabilities.  One example is:  Intellectual Disabilities at Your Fingertips, Tyler & Baker, ©2009, High Tide Press.
2)  The “Physician Education in DD Webinar Series” of the American Academy of Developmental Medicine and Dentistry (AADMD).  One webinar from the series is:   Webinar #3:  Patient, Caregiver, and Professional Communication.  Presented by Carole Zangari, Jean Sherman and Curtis Stine.  August 7, 2012.  http://cdn.educadium.com/aadmd/file.php/129/3_Final.pdf 
3)  Interactive case modules  for medical students and nurse practitioner students  learning about providing primary care for people with disabilities are provided in the University of Kentucky UCEDD’s “Pre-Service Training” series  at http://np.phtmodules.net/ (for nurse practitioner students) and http://medical.phtmodules.net/ (for medical students).  
4)  Attention to dental health is another important aspect of preventive health services for people with intellectual disabilities.  The Nisonger UCEDD website provides this resource
http://nisonger.osu.edu/media/bhip/mouth_matters.pdf  to learn more about this.
5) The “Preventive Care Checklist Form for adult males with a developmental disability (DD)” can be used to guide primary care for this patient:  http://www.surreyplace.on.ca/Documents/Preventive%20Care%20Checklist%20-%20Males.pdf.



Question 1.6

The FNP always includes health promotion strategies in working with her patients, but she is unsure about how to approach this with a patient with ID.  What strategies can be offered to people with ID so that they may play an active role in keeping healthy and in planning and participating in health care?

	Answer 1.6 and Related Resources

	It is important to involve Mr. Cruz and his support providers (sister and residential staff) in conversations about behavior change and healthy lifestyle choices and to help Mr. Cruz to take an active role in keeping himself healthy and in making decisions about his health care and health practices.  Setting specific modest goals and readily achievable action steps (e.g., daily walk around block) will be important.  
She could learn the viewpoint of people with ID and families of people with disabilities concerning health care  by reading two recent articles in the National Gateways to Self-Determination’s Self-Determination and Health (http://ngsd.org/news/self-determination-and-health) :

· Levitz M.  Health self-management:  a self-advocate’s view.  (pages 8-10)
· Levitz B, Abraham-Inz A, Brenner S, et al.  In our own words:  parents’ advice on promoting health self-advocacy for individuals with developmental disabilities.
Additional Resources
A.  The following “Tips for Individuals with Disabilities on Expecting and Receiving Quality Medical Care” from “A training Curriculum on Improving Access and Quality of Care for Individuals with Disabilities” (World Institute on Disabilities)can be provided to Mr.Cruz and perhaps to his sister and aide:

“Tips for Individuals with Disabilities on Expecting and Receiving Quality Medical Care “

1. Remember that you are in charge of your medical care. Regard your medical doctor and other health care providers as consultants who are employed by you. 

2. Don’t accept hurtful or inappropriate interactions. If confronting your physician seems difficult, try role-playing first with friends to help you assert yourself. 

3. Take a friend or assistant with you to take notes and provide support. Make sure the provider knows that the friend, or an interpreter or personal assistant, if you use one, is not your guardian and that all communication should be directed at you. 

4. Prior to the appointment, write down any questions for your provider, in order of importance. Bring this list with you to the exam room. Ask your friend or assistant to take notes during the appointment because you may be distracted and forget important details. 

5. Call ahead to ask about wheelchair access or other accessibility concerns. If you require assistance transferring to the exam table or disrobing, ask if your assistant or friend may help you or if the medical provider has other policies about assistance. Ask about additional time for the appointment if you have a speech impairment or need extra time for personal assistance. 

6. To find a good medical doctor, ask individuals you trust to refer you to their health care providers. Avoid the web, phone book, or other listings. Before scheduling an appointment, call first to ask if the health care provider has experience with your disability. 

7. Ask your general practitioner to find out about a specialist’s experience or willingness to treat disabled people before referring you for an appointment. 

8. Don’t be “patient” with mistreatment, even from medical doctors. Consider whether you think you could get the provider or his or her staff to change their attitude or behavior towards you as a person with a disability. It’s tricky to tell if change is possible. It’s probably best to change health care providers if you feel frightened, threatened, or coerced. 

9. If you feel “patronized” or not respected as a capable adult, you might be able to challenge this attitude by pointing it out to the provider. Ask him or her to treat you like he or she does any other adult patient. 

10.  Insist that your friend or personal assistant be allowed in the examining room with you. If your friend or assistant is asked to leave the exam room, require an adequate explanation. 

11. Expect your physician to be willing to learn from you about your disability. 

12. Insist that explanations about treatment be understandable. For example, ask your medical doctor to draw a picture or give you a written explanation that you can understand. 

13. If you appreciate the way your physician treats you, let him or her know. Good medical doctors deserve to be acknowledged. Refer others to that doctor.

B.  The FNP should not assume that caregivers understand the health risks of obesity.  It may be possible for the residential provider to engage a dietitian through their organization.  If a dietitian is not available, the FNP could provide healthy diet information in simple terms and assure understanding.  Various patient education tools are available for this purpose, including http://www.choosemyplate.gov/food-groups/ and https://www.ucucedd.org/resources/easily-%E2%80%9Cdigestible%E2%80%9D-nutrition-information-individuals-disabilities
C.  She could recommend strategies for Mr. Cruz to participate in health care decisions and in health promotion activities.  Several on-line resources could be used.  For instance, she could recommend two videos from the “Wellness is Catching” series:
1. Wellness is Catching – Episode 1, Part 1 of “Going to the Doctor-Male”(9:07 min). http://www.youtube.com/watch?v=FL4N7id7RDc   video was designed to help men with disabilities plan and get to appointments; phone call by person with disabilities to make appointment then planning and getting to appointment
2. Wellness is Catching – Episode 1, Part 2 of “Going to the Doctor-Male”(10:14 min).http://www.youtube.com/watch?v=8go3HK-W9_E&feature=related
D.  She could tell Mr. Cruz and his support providers that he can complete a health status update, such as the My Health Passport for Hospital/Clinic Visits available at:

http://flfcic.fmhi.usf.edu/docs/FCIC_Health_Passport_Form_Typeable_English.pdf
E.  She could review a recent article from the Gateway to Self-determinationthat summarizes the use of technology in supporting self-direction in health self-management:  Stock SE, Davies DK, and O’Hara D.  Self-Determination, technology, and health. Self-determination and Health- The National Gateway to Self-Determination. 2012: 3:8-10.  She could consider suggesting the use of the “My Health, My Choice, My Responsibility” apphttp://www.ngsd.org/news/my-health-my-choice-my-responsibility-ipad-app.  “My Health, My Choice, My Responsibility is a training program developed at WIHD in collaboration with the Self-Advocacy Association of New York State (SANYS).  My Health, My Choice, My Responsibility was written by Marilyn Vitale, Mitchell Levitz, and Daniel Crimmins with the purpose of helping individuals with developmental disabilities make healthy choices in daily life and learn to speak up for good health.  The training program consists of eight sessions.  Topics included are developing a health plan, self-advocating at the doctor’s office, physical activity, nutrition, safety and cleanliness in the home, hygiene, and emotional health.  For each session, learners can watch a video covering the selected health topic, review ‘Things to Remember’ using AbleLink’s AIMS task format and complete a short survey to test their knowledge using AbleLink’s cognitively accessible testing system, ATLAS™ (patent-pending).  Three additional health tools are available online for use with the system: My Medical Appointment, a form to help prepare for medical appointments; Health Information Form, a record of a person’s health needs and medical history; and My Health Plan, a listing of goals developed during the seminar. Users and learning facilitators can download these forms at http://www.ablelinktech.com/myhealth for use with the My Health, My Choice, My Responsibility App.”
F.  In addition, evidence-based community-based interventions to assist people with intellectual disabilities in participating in health promoting activities are available [Bodde AE, Dong-Chul S, Frey G et al.   The effect of a designed health education intervention on Physical Activity Knowledge and participation in adults with DD.  American Journal of Health Promotion. 2012; 26(5):  313-316.]  The FNP could locate such resources in her community and recommend them to Mr. Cruz.   (For instance, there may be training available in his community based onHealth Matters: The Exercise, Nutrition, and Health Education Curriculum for People With Developmental Disabilities. Marks B, Sisirak J, Heller T.  Brooks 2012).  


Case Continuation 

The FNP sees Mr. Cruz at the next scheduled appointment and is pleased to see that his blood sugar levels for the past week have been within the acceptable range. She congratulates him on that.  As part of the visit, she has a chance to take a more in-depth history.  She learns that Mr. Cruz has never been employed.The FNP realizes that she really does not have a good understanding of Mr. Cruz’s ability to make decisions for himself. 
Question 1.7
What are some steps she can take to understand his level of decision-making ability?

	Answer 1.7 and Related Resources

	· Services and supports for people with ID are most effective when choices include input from the person who requires them.  People with ID may need information, training, or support to become involved as an active decision-maker on healthcare issues.     The International Association for the Scientific Study of Intellectual Disabilities’ (IASSID) Health Issues Special Interest Research Group (SIRG) contributed to a report on reducing health disparity for people with intellectual disability.  This report of the outcome of a Health Issues SIRG annual roundtable held in Westchester, New York, in 2003, provided numerous recommendations to address the problem of health disparities, including recommendations pertaining to the role of people with intellectual disabilities and self-determination in this process [Westchester Institute for Human Development. (2005). A report from an international conference on health disparities among individuals with development disabilities: An agenda for change. Valhalla, NY.  http://wihd.org/document.doc?id=309].  The report recommended:

· All processes to reduce health disparity should include a focus on promoting and enhancing individual education and choice over health care and health-related decisions. This includes supports that enable people to be more effective in this regard and participate more fully in such activities, and the promotion of individual self-determination.

· People with intellectual disabilities are capable of assuming greater control over their lives, and they deserve the opportunity to do so and to be supported in doing so as fully and effectively as possible. 

Additional References: 

· Karrie A. Shogren, Michael L. Wehmeyer, R. Matthew Reese, David O’Hara (2006).  Promoting Self-Determination in Health and Medical Care: A Critical Component of Addressing Health Disparities in People with Intellectual Disabilities. Journal of Policy and Practice in Intellectual Disability, 3, 105-113. ( http://onlinelibrary.wiley.com/doi/10.1111/j.1741-1130.2006.00061.x/full#b100) 

·  “Responsiveness, Respect, Self-determination and Consent.”  Presented by John Satterwhite and Alice Pomidor.  August 14, 2012.  Webinar #4 in the American Academy of Developmental Medicine and Dentistry’s Webinar Series Physician Education in Developmental Disabilities.  Available at:http://cdn.educadium.com/aadmd/file.php/130/4_Final.pdf
· “Informed Consent for Healthcare” is a resource developed through a collaboration of people with disabilities, family members, attorneys and professionals to “provide information and education for everyone involved in the life of the person with intellectual disability to ensure that each person has the maximum level of choice and control in the critical area of healthcare services.”  Their website is at http://myhealthconsent.org/home.html.  It includes helpful information for people with disabilities(http://myhealthconsent.org/itsyourhealth.html and http://myhealthconsent.org/myhealthmydecision.html ) professionals (http://myhealthconsent.org/healthcareprofessionals.html), and family members (http://myhealthconsent.org/familymembers.html) 
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Cases were created by the Association of University Centers on Disabilities (AUCD) and Westchester Institute for Human Development UCEDD; with input from the Nisonger Center UCEDD, Sonoran UCEDD, and other LEND and UCEDD Programs around the country;  and

with support from the HealthMeet Project of The Arc.  Questions and comments about the cases are welcome:   kedwards@wihd.org.

