[image: image1.png]ommunity
ervices
etwork of West Tennessee, Inc.



[image: image1.png]

Practice Guideline: Annual Medical Review of Adults with Developmental Disabilities
Target Audience:
PCPs

Key points:

1. In order to obtain optimal outcomes it is essential to use an interdisciplinary healthcare approach with careful, open communication among medical, psychiatric, therapy and other clinicians and caregivers.

2. Since there typically is no single individual who knows and can relate the patient’s entire medical history, access to a comprehensive written record is critical to successful primary care management.

3. All of these patients have some degree of central nervous system impairment, therefore medications that affect the CNS should be used only when absolutely necessary and in the smallest doses and for the shortest time possible.

4. During a visit, obtaining recent historical information from those in attendance may be difficult or, when given, may be unreliable.  Therefore, the use of tracking logs (such as for seizures or bowel function) to aid treatment decisions is highly recommended.

5. Treatment approaches should emphasize the goal of maintaining and improving function.

6. Many of these patients take antiepileptics either for seizure management or for treatment of a behavioral disturbance.  Therefore it is important to have an explicit understanding among specialists and PCP alike as to what the AE is being used for, who the primary prescriber is, and what clinical parameters are for dosage adjustment.  In addition, it should be clearly stated as to how the various providers will be be advised regarding dosage changes/clinical plan.

7. These patients often rely on non-verbal modes of communication.  Therefore, when new or unusual behaviors are noted, e.g. head banging or aggression, it is important to rule out a physical cause.

8. Preventive care is important both for primary prevention as well as to prevent the emergence of secondary disabilities.

9. Behaviorists who work with the patient can be very helpful in assisting with patient compliance issues as well as helping others understand the communicative function of any given behavior.

Discussion:

Individuals with developmental disabilities who survive to adulthood present unique challenges to the primary care clinician.  Their medical problem list is often long and complex.  Obtaining a physical examination is often complicated by the patient’s challenging behaviors and/or multiple physical disabilities.   Getting a history is difficult because these patients usually are unable to provide their own medical histories and the person who accompanies them may not be familiar with the patient’s clinical issues.  These potential difficulties, however, are small in comparison with the significant rewards that accompany the improved quality of life brought about by good medical care for these patients.

As with other patients, it is important to have objective data to guide clinical decisions.  Because reliable histories are problematic, it is recommended that tracking forms be given to family and/or direct care staff to use in recording symptoms and functional outcomes such as seizures, behaviors, and bowel function.  Relying on the anecdotal input from direct care staff may lead to unnecessary or inappropriate treatment decisions.  When possible, request that the patient be accompanied  on their appointment by a staff person with longstanding familiarity.  Not only will this aid with obtaining a more accurate history, but it will also assist with gaining compliance for the examination.  Challenging behaviors that interfere with performing the physical examination can also be addressed by the behavior analyst.  If programs such as desensitization are insufficient, consider use of presedation with agents such as antihistamines and short-acting sedative hypnotics (e.g. phenergan 50-100 mg. and triazolam .25 – 1.00 mg.), either singly or in combination given 1 hour prior to the appointment.  Ask your office staff to seek first in the morning or first after lunch appointments and/or schedule the patient for a light office day.  This will likely reduce wait time and the chance of escalation of behaviors.
Preventable diseases occur in the developmentally disabled just as in the general population.  Hence, following the USPHS/CDC guidelines for use of preventive screening is an important part of their primary care regimen.  Regular PAP smears, blood pressure readings, etc., should be performed.  The increased prevalence in this population of GI disorders such as reflux mandate heightened surveillance for anemia and GI bleeding.  Care should be taken to address the prevention of secondary disabilities.  For example, in patients who have spasticity, preventive care should be taken to prevent contractures or skin breakdown.   Episodes of wheezing or recurrent URIs should be investigated to rule out potential dysphagia with occult aspiration.  Note:  just because the patient already uses nebulizers and antihistamines, for example, do not assume that their problem is “just” asthma or allergies.

Perhaps most importantly, evaluation and treatment should maintain a focus on enhancing functional capacity.   Some key points in this regard:

· Perform careful sensory assessment including annual audiograms and vision tests

· Address needs for adaptive equipment, ideally working in concert with other disciplines such as OT, SLP, or PT

· Monitor ambulatory capabilities and utilize rehab specialists to assist with management

· Annually assess all ADLs including ability feeding, continence, self care.  (note: lengthening meal times can be an early sign of dysphagia)

· AVOID LONG TERM USE OF PSYCHOTROPICS (ESPECIALLY SEDATIVE HYPNOTICS) AND OTHER DRUGS WITH CNS EFFECTS (SUCH AS REGLAN) EXCEPT WHEN CLEARLY SHOWN BY OBJECTIVE DATA TO HAVE PROVIDED BENEFIT WHICH OUTWEIGHS RISKS.

Medication management in general can be challenging in this population.  On average, adults with developmental disabilities are prescribed over 10 chronic and prn medications many of which pose the potential for serious under or over dosing secondary to drug interactions.  For the substantially large percent of these individuals who are treated for epilepsy, drug interactions which alter AED levels can be life threatening.  Therefore clinical pharmacy consultation and monitoring should be considered when drug regimens are complex.
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